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IDEHTIPIEES 
ABSTRACT 

Presented in the first year report of a joint project 
by the Oregon Developmental Disabilities Council and the Besearch and 
Training Center in Hental Retardation at the University of Oregon are 
planning strategies to assist state advisory councils in serving the 
developaentally disabled. Described in part one are project 
activities and reproduced in part two are training eaterials to 
explain the proposed strategies. Reviewed are such project aspects as 
components (including education and social services) of annual state 
plans and models of prograaing-*planning*budgeting systems. A 
discussion of project methodology and results centers on findings 
from state workshops and surveys regarding such major 
responsibilities as assessing state needs and monitoring on-going 
programs and projects. Summarized is the project's progress and 
outlined are second year activities. In struct ion e;l materials 
presented include the script of a slide-tape show illustrating a 
planning and evaluation strategy for state developmental disabilities 
councils, and procedures and exercises for workshops on defining 
goals and priorities and evaluating goal achievement by state and 
local councils. Two appendixes present such information as a list of 
11 expanded problem statements adopted by the Oregon State Council 
for use in the state plan. (CL) 
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PREFACt: 



Ihe Intormatlon contained in thl.*^ report representK an initial 
etti>rt to answt^r an intriguing question: How can an advisory council 
effectively influence the operation of programs and agencies over 
vnich it possesses relatively little fiscal control? More specifi- 
cally, this question is raised within the context of a state planning 
and advisory council for deveiopmen tally disabled citizens* The 
question emerged in reaction to a federal mandate that such councils 
be responsible for statewide planning and evaluation of services for 
developmentally disabled people, even though these councils administer 
only a very small proportion of the dollars that are spent for such 
services throughout the state. 

In an attempt to implement this mandate concerning planning 
and evaluation, the Oregon Developmental Disabilities Council and the 
Research and Training Center in Mental Retardation at the University 
of Oregon have collaborated on a Federally supported project to design 
an receive planning and evaluation strategy that might be used by 
developmental disabilities councils throughout the country. The 
first year of this project, which is the subject of the present report, 
showed progress in implementing the planning part of the strategy. 
Next year's effort will be concentrated on evaluation activities. 

Part One of this report describes project activities, and Part 
Tvo reproduces training materials that have been developed to assist 
developmental disabilities council members in understanding the pro- 
posed strategy. The appendices include materials that were produced 
by the Oregon Council in the course of implementing the strategy, 

IT^e staff of this project are particularly grateful to a 
number of people for their invaluable assistance throughout the past 
year. Members of the Oregon Council, while never reluctant to offer 
constructive criticism, have always been highly supportive of our 
efforts. The staff of the Oregon Council, especially Mr. David 
Porter, have provided us with assistance in many areas, and next 
year Mr. Porter will be devoting half of his time to this project at 
Council expense. Dr. Terry Eidell helped us greatly in conceptualiz- 
ing the strategy and working toward its implementation through a 
series of workshops. And finally, we are most grateful to Sharon 
Babic and Julie Pryor for attending to the many details of the day to 
day project administrat ion* 



A.S.H. 
K.D.F. 
J.M.N. 
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INTRODUCTION 



Ba ckground Inf orm a t lor 



On Friday, October 30, 1970, Hrealdent Nixon signed Into law 
the Diive]apmental Dlsabil iLles Services and Facilities Construction 
Art (Public Law 9ji-317)» This legislation, which significantly 
€^xpand«?d the scope of the Mental Retardation Facilities Construction 
Act of 1963, was designed to provide states with broad responslblltry 
tor planning and Implementing a comprehensive program of servic**s for 
developmental ly disabled citizens » Moreover » the new legislation 
authorized a f ormula^^grant program to stimulate the construction of 
facilities and the provision of services for all persons with 
developmental disabilities, thereby broadening Considerably the scope 
of earlier programs by including not only the mentally retarded but 
also those suffering from cerebral palsy, epilepsy, and other neuron- 
logical handicapping conditions. 

Current statistics from the Department of Health, Education 
and Welfare estimate that 8.7 million children and adults in the 
United States suffer from developmental disabilities* Of this ramber, 
approximately six million are mentally retarded, one million are 
epileptics, 700,000 suffer from cerebral palsy, and one million are 
affected with other neurological handicaps originating in childhood, 
but excluding blindness or deafness. Moreover, it is unfortunately 
common for severely developmentally disabled individuals to suffer 
from two or more debilitating conditions. In general, the more serious 
the disability, the more likely it is that the afflicted Individual 
will be multiply handicapped. 

In order to receive federal aid under this program, each 
scate must establish a planning and advisory council that can prepare 
and evaluate annually a comprehensive state plan for meeting the needs 
of Its developmimtally disabled citizens. Each annual plan must 

describe: 

1. The current status of statewide facilities and services 
for the developmentally disabled, including the quality, 
extent, and scope of those services provided under the 
following federally assisted programs: 

a. Education for the handicapped 

b. Vocational rehabilitation 

c. Public assistance 

d. Medical assistance 

e. Social services 



f. Maternal and child health 

Crippled children** aervlces 
h* Mental health and mental retardation programs 
1. Other related programs the council deems necessary 

2. The methods that will be uned by the state to assess how 
effectively it is currently meeting the needs of indivi- 
duals with developmental disabilities, including: 

a. a d«ifinitlon of the population to be served, with 
appi'opriate baseline information; 

b. a dtstermination of needs; and 

c. a description of each service program and ihe proce- 
dures for evaluating its accomplishments. 

3. The policies and procedures that will be employed by the 
state as it expends funds made available under the Act, 
including its designation of priorities for allocating 
such funds. 

In addition to carrying out the above responsibilities, the state 
planning and advisory council must inform its public about current 
services and facilities available to developmentally disabled people; 
it must develop general planning and program policies for such 
services; and it must stimulate local planning to assure coordination 
of all program activities. 



Statement of the Problem 



Within this broad range of responsibilities, the mandate to 
state DD councils with respect to evaluation is especially far reaching 
and complex. Each council is required to evaluate how well existing 
services meet the needs of developmentally disabled citixens through" 
out the state. This overall task clearly requires several inter- 
mediate steps. The needs of the developmentally disabled must be 
ascertained from both local and statewide perspectives. The pre- 
valence of the developmentally disabled must be determined, and an 
inter-agency format for reporting data must be devaloped to facilitate 
evaluation of client services. A strategy must al»o be developed 
and implemented to integrate these various tasks. And finally, since 
the usefulness of any strategy depends upon how well it is under- 
stood, training procedures and materials must be developed that will 
acquaint council members with both the strategy and their role in its 
implementation . 

The basic purpose of this project, therefore, has been twofold: 
(I) to investigate a strategy that can be employed by state develop- 
mental disabilities councils to meet their responsibilities with 
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rfc'tipiH't lo planning and evaluation; anU (2) to develop and field 
tent training procfdureu that can b»* u^ed bv councils \o acquiilnt 
theniKi^lveH with thin strategy* 

A Pr omising Source of kiea£ 



N*^irly all v>t Lh^ requirement b placed upon st%ita develop- 
mtM>tal diHcihil it ie,s couuclU reflect their need for systematic pro- 
cedures for identilyUiR needs, evaluating programs, and allocating 
n^soutxv^ on the banis oi well -developed data systemfl. Developing 
Hiimi^ fv>rm of a planninK-programmlnR--bud8etlng system (PPBS)^ there- 
Ion , seemed to be the most useful way to help councils meet their 
challenge. The relevance oi PPB systems to the needs of such councils 
is evident from the literature (see» for exnmple, Lyden nnd Miller 
11968)^ and ^:ovick 11965]), especfally from the field of public 
education where forms of 1*PBS have been applied in operational set- 
tings that are quite similar to those of a state developmental 
disabilities council* 

Careful review of this literature reveals, liowever, that the 
same mv^del doeB not underlie all educational PPB systems. Some, for 
instance^ are based on the original PPBS model developed in industry 
and then later employed in the federal government; e.g., ERMS (Edu- 
cational Resource Management System), developed by the Research 
Ciirporat ion of the Association of School Business Officials (Curtis, 
1971), Other PPB systems designed for public schools are based on 
a *;.wwhat different concept; e.g., SPiXS (School Planninr.i Evaluation, 
and Communication System) developed at the Center for the Advanced 
Study ot Educational Administration, University of Oregon (Eidell and 
Nagle, in press) * 

The first of these approaches to PPBS defines a clearly lintir 
ilou of organisational decision-making starting with the identification 
of needs or goals, moving through their refinement, and resulting 
eventually in prescriptions for specific operating programs and spe- 
cific performance objectives within each program. Subsequent evaluation 
of the achievement of performance objectives provides management with 
input for revising either goals or operating programs. 

The second approach to PPBS involves three non-linear components 
»>r activities in which decision-making is not centrally controlled, 
t^ne of these* components ih concerned with assessing an organization's 
netd8 and defining it« goals. A second component focuses on planning 
and evaluating within the organization's operating programs. Tlie 
third component monitors the outcome of the other two components 
continuously In an effort to maintain, by Influencing resource allo- 
cations, the best possible 'Wtch** between the organization's needs 
or gv>als and the outcomes of its operating programs. Figure 1 depicts 
these two different approaches to PPBS. ^ 
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Figure I 



Comparison of the Two 
Fundamental Models of PPB5 



The Usual Approach to PPBS, as 
exemplified by ERMS 



A Modified Approach to PPBS, as 
exemplified by SPECS 
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^ (Component Interaction) V 



Management Component; 

» monitors needot and goals 

to be achieved 
»monltcrs planning and 

evaluation of operating 

programs 

/•matches** program output 
with goals 

* allocates resources to 
maintain or improve 
"match" 
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Operating Program Component 
a planning 
•evaluation 
•communication 



Hti^»^)^;i»Hi s that lhi> vi?^tial rrr^"^ aodc! is part icularly applicahU* to 
♦>rK'UU2*^t iun$i in whic!> manageia<>nt is highly centralized and haii 
authority not only to regulate » but tc de: ine and Inpleaenc particular 
proRtamfifc. By contrail, tht- .^TF.CS mo4eI seeias acst applicable to 
ory^anizat ions In which management ha^d respensibil i tv tor coordinating 
proKraiim with needs, hut lacks absolute authc^rlty over vrhac actual Iv 
occurs in thosi? programs. In such crganizat ions , managexaisnt can 
influence op^*rating progracin only indirectly by providing hard data 
on th*? discrepancii?& which exist between identified needs and current 
program outcomes^, 

A state developmental disabilities council closely approximates 
the role ot management in this second, taodified approach to PPBS. 
Although the SPECS training materials have not been directly applicable 
to council activitiei»» for they are designed a^pecif ically for public 
ychuols» the basic concepts underlying these taaterials have been 
pxtremely useful throughout tht« project, and the SPECS operational 
documents have provided an excellent point--cf-departure in our 
development of training materials and procedures for state and local 
DD councils* 



Exploring the feasibility cf a ?PB syste::: for DD councils and 
developIn>i effCittive ^raining procedures for ^rietabers cf those councils 
rould not have been accomplished in a vacuun. We were therefore 
extremely grateful for the opportunity tc collaborate throughout the 
year with the Oregon Developmental Disabilities Council in translating 
the modified PPBS mc^del into a strategy for planning and evaluation 
as well as a set of trainin;? procedures and materials* More specifi- 
cally, we have worked to achieve the fcllcving seven cbj actives • 

1. The Oregon Developmental Dlsabllitie?^ Council will become 
a ware of its role with respect to evaluation and involved 
in the implementation cf this role. 



2. The state council w^ill xien'^ify, delineate^ and prioritize 
its own perceptions cf the needs the developmental ly 
dii^abled in Oregon* 

i, Lov:*l devt^lopmtrntal disabilities committees will id^^ntlfy, 
delineate, and prioritise their perceptions of the need5 
of the developmentally disabled in their localities. 

A. Local needs of the cevelopmentally disabled will be 

assessed in terms of the cpinicns of practitioners who are 



rroHct ^^bles-t ives 




ERIC 



serving the developmentally disabled in various public 
and private agencies » 

5. The state council will arrange for the development of a 
standardized format for establishing a common data base 
that can Identify and track the services that are being 
provided to the developmentally disabled in Oregon » 

6. The state council will arrange for the development of a 
format for evaluating the effectiveness of projects that 
are funded in accordance with the developmental disabilities 
state plan* 

7. The state council will begin to exert its managerial role 
with respect to systematic program evaluation* 



Project Setting 



Oregon ranks tenth among the states in total area (96 i 981 
square miles) spanning 395 miles from aast to west and 295 mlleei from 
north to south« Its outstanding geographic feature is the Cascade 
Mountain range, which runs north and south for the length of the state 
100 miles Inland from the Pacific Ocean. The area west of the 
mountains has a generally moderate climate and is well supplied with 
water. The remainder of the state, comprising approximately two--thirds 
of its total area, experiences greater extremes of climate and has 
many arid regions. Approximately two^thirds of the staters current 
population of 2.1 million residents live in urban environments, 
Portland and Eugene-Springfield being the largest of these areas. 
Most of Oregon's residents live in the western third of the state, 
between the Cascades and the Coast Range. 

With respect to developmentally disabled citizens In Oregon, 
the following prevalence estimates have been calculated by applying 
national prevalence rates per thousand to the 1970 Oregon Census data 
(State of Oregon Comprehensive Developmental Disabilities Plan, 

1972):! 



*These particular data represent lew estimates of published 
prevalence ranges; other data available vary by as much as 30,000 
individuals, particularly with respect to the prevalence of mental 
retardation in the state. 
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1. Cerebral Paisy — 6,251 

2. Epilepsy — 10.452 

3. Mental Retardation — 37,039 

Comparing these prevalence estimates with available data on agency 
services to develcpmentally disabled clients, the 1972 State Plan 
states "that approximately 70% of the developmentally disabled in 
Oregon are either undiagnosed or receive no specialized services" (p. 



Within the state* those agencies directly responsible for 
administering the state developmental disabilities plan include the 
Comprehensive Health Planning Authority and the State Mental Health 
Division. Comprehensive Health Planning, which is concerned with 
all health-related activities in the state, is the designated planning 
agency; the Mental Retardation Services Section of the State Mental 
Health Division is the designated agency for administering special 
construction and service projects funded by the Developmental Dis- 
abilities legislation. 
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Figure 2 
Administration of the 
Developmental Disabilities Act 
in Oregon 



16 



L 



GOVERNOR 
I = 



Mental Health Division 
Administrator 



1 



Executive Department 
Director 



Mental Retardation 

Services 

Administ rater 



Program Planning 
Division 

Administrator 



Hosp. 5 Tming, Centers 
Coliiii)ia Park 
Eastern Oregon 
Fairview 



Facilities 
Construction 

Consultant 



Coijprehensive Health 
Planning Section 

Coordinator 



Developmental 
Disabilities Planning 

Program Director 



Governors Health 
Planning Cownittee 



T 



I 



Develqpmental 
Disabilities Council 



_J — , 

I Secretary \ 




Figure 2 
Administration of the 
Developmental Disabilities Act 
in Oregon 



16 



-9^ 



References 



Brissey, F» L*, & Nagle, J. M» Final report on the DAP joint problem- 
3olving process > Eugene, Oregon: Center for Advanced Study 
of Educational Administration^ University of Oregon, 1973* 

Curtis, Educational resources manag^ement system * Chicago: 

Research Corporation of the Association of School Business 
Officials, 1971, 

Eidell, 1\ L,, & Nagle, J. W. SPECS orientation workshop materials 

and the SPECS in^epth training materials * Washington, 0, C*: 
General Learning Corporation, 1973, 

Lyden, F. J., & Miller, E. G, (Eds*)* Planning-p ro grancning-budgeting ; 
A system approach to management * Chicago: Markham Publishing 
Company, 1968, 

Novick, D* (Ed.)* Program budgeting * Cambridge, Mass*: Harvard 
University Press, 12S5* 

Department of Human Resources, Health Division, Office of Comprehen-* 
sive Health Planning* State of Oregon comprehensive develop- -- 
mental disabilities plan * Salem, Oregon; Department of Human 
Resources, 1972. 




ERIC 



-10- 



METHODOLOGY AND RESULTS 



The seven objectives of this project were approached through 
a series of activities that included two workshops for Oregon's state 
developmental disabilities council, individual workshops for three 
of the staters local developmental disabilities committees, and a 
statewide survey of practitioners and experts in the field of develop- 
mental disabilities. Furthermore, these various activities, and the 
project objectives related to each, were organized into four major 
activity clusters reflecting the SPECS model of PPBS: 

1* Overall Strategy for Planning and Evaluation* 

Objective 1 ; State council awareness of and involvement 
with its evaluation role. v 

2. Assessing Needs, Defining Goals, and Setting Priorities • 

Objective 3 ; Local committees' ranking of needs in their 
communities. 

Objective 4 ; Practitioner assessment of local needs ^ 
Objective 2 ^ Council's statewide ranking of needs. 

3. Monitoring On*-Going Programs and Projects. 

Objective 5 ; Development of format to track services to 
developmentally disabled pecple^ 

Objective 6 ; Development of forDaat for evaluating develop- 
mental disabilities formula-grant funded projects. 

4. Management and Program Evaluation* 

Objective 7 : Development of council's management role in 
program evaluation. 



Strategy Development Activities 

As indicated earlier, the major goal of this project was to 
develop and pilot-test an overall strategy that will help state coun- 
cils monitor and evaluate the effectiveness of on^^going program** and 
activities for developmentally disabled people. More specifically, 
an attempt has been made to adapt a particular model of PPBS developed 
for schools to the special needs of a state DD council. Once 

ERIC 
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developed, the model was then presented and pilot-tested with the 
Oregon DD Council. Accomplishment of the project's first objective 
involved five activities: (a) adaptation of the SPECS model of a 
PPB system, (b) conducting an initial workshop for the Oregon state 
developmental disabilities council, (c) development of an initial set 
of instructional materials, (d) conducting a second workshop for the 
Oregon council, and (e) revision of the Instructional materials. 



Development of the Overall Strategy 



Development of a modified PPB system for a state DD council. 
Including development of procedures and materials to explain it, began 
in July and August 1972. After reviewing the literature related to 
planning and evaluation and studying the organizational and informa- 
tional needs of a state council for the developmentally disabled, 
basic PPBS concepts were translated into a strategy that spoke 
directly to the needs of a state DD council. 



Oregon's State Council September Worksho p 

The first of two workshops for the Oregon state developmental 
disabilities council was held near Bend, Oregon, on September 14-16, 
1972. After presenting our initial design for an evaluation strategy, 
feedback was sought on both the content of the strategy and our plans 
for the remainder of the project year. It was Important to know, 
for example, whether the strategy addressed adequately all of the 
council's informational needs. Council members were also asked for 
suggestions concerning how to refine the procedures and materials 
that had been used to explain the strategy. And, perhaps moat 
important, council support for implementing the strategy during the 
remainder of the year was requested and obtained. Nineteen members 
of the Oregon Council attended the workshop, (See Appendix A for 
detailed information about workshop's participants and its agenda 
of activities.) 

Reactions to the workshop's activities were generally positive. 
Most participants found the topics informative and relevant, and 
regarded the discussion sessions and small-group exercises as parti- 
cularly helpful in promoting a common awareness of the council's 
needs with respect to planning and evaluation. Reactions t^ the 
strategy Itself were especially useful, suggesting simplification in 
some areas, but also elaboration upon the methods which a developmen- 
tal disabilities council might use to effect change in service delivery 
patterns to clients. 
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^ ^ t la* D-gve lvpgngnt of Instructional Materials 

^T. th« b^sis of the reactions received during the September 
vrr^shcp^ the b^sic strategy was revised and an Initial set of training 
mfi:*^r talis was developed for explaining the refined strategy to members 

a DD ccuacii. Based upon positive experience with handouts and 
transparencies during the September workshop, it seemed that a slide-* 
cap« presentation would be the most effective and efficient way to 
prcvi<:€ groups with an initial overview of the strategy* Accordingly, 
a narration expialnlag the strategy and an accompanying set of slides 
vere cevelrpec in preparation tor the second workshop for Oregon's 
^ t a * e 0 ^ * « 



Tt.t Apr:.! '^crkshc? for Oregon ^s State Council 

Th;s workshop was held on April 13-14, 1972, in order to share 
c^r rev:s:,oas of the strategy and our newly developed instructional 
spacer lals with the Oregon State Council. Host who attended the first 
v-crrxshcp aisc attended this second one, and their reactions and 
cc^^sents proved to be particularly helpful as a foundation for revising 
the slide-tape presentation* For example, they indicated clearly 
t^ar the aiinute length of the presentation would have to be shortened 
greatly m order to arouse the interest and Involvement of trainees. 



?;r^l Revision cf Instructional >iaterials 



Incorporating feedback from the April workshop participants 
ano free project staff, the slide-tape presentation was further 
revisec ar^ shortened during May and June of 1973* The final slide- 
tape k:c is now av^ailable to other developmental disabilities councils 
fr?si tr.e oirector of this project. Its script is included in Part 
Tvc or this report • 



Seeos .^sessment. Goal Definition^ and Priority Setting Activities 



A State developmental disabilities council of twenty to thirty 
pecple snc^ild net have sole responsibility for identifying needs and 
rcrsxvlating goals ar*d priorities for all developmentally disabled 
ir^lvic^als in Its state. Just as important as the views of state 
zc'^.zil a^esbers are the views of regional developmental disabilities 
c:?«tittee s^embers, practitioners in the field, and developmentally 
cisatleo people themselves. Therefore, as part of this project, both 
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survey and workshop procedures have h^n 4ev€lop€d ^ixd pilot-tesced 
for obtaining each of these various points of viev. 

The September Workshop for Oregon's State Council 

During the September workshop, council B^esbers were introduced 
to an initial series of procedures that had beeii designed to assess 
needs and set goals at both regional and state levels* Workshop 
participants were also asked to simxlate the procedures by identify- 
ing what they then considered to be the ©ost critical needs of 
dove lopmen tally disabled people in Oregon* 

After dividing into three small groups, participants were asked 
to generate answers to the question^ "What do you regard as the most 
important goals to be achieved for develop®entally disabled people 
in Oregon?*' For each goal, participants were asked to indicate a 
referent or topic that was specifically related to a service or problem 
area, and then to generate h statement about that referent describing 
some preferred condition. As participants generated these goal 
statements, they were recorded on large nevsprint sheets* 

Within these same small groups, participants were next asked 
to examine each of the generated goal stat«^ents for clarity* Any 
statement that was not understandable was discussed, paraphrased, 
and revised until its author *s meaning was clear to others in the 
group. All of the goal statements were then collated ar*d a single 
list of '^related goal^ets** was developed and presented to the total 
council* Council members were invited to rate the importance of each 
goal statement, and the ten most important goal statements were rank- 
ordered from first to tenth. 

Although some problems were xmcovered that later required 
modification of these goal-setting procedxires, council members 
reacted quite positively to the© and gave approval to their continued 
use ~ with three regional committees and again with the state council 
later in April* 



Goal-'Settinp Workshops for Three Regional Coqcittees 

In November, December, and January, 1973, goal-setting work- 
shops were conducted for regional DD ccamittees that were established 
in three of Oregon's fourteen local administrative districts of the 
Oregon Comprehensive Health Planning Authority. Figure 3 indicates 
all fourteen districts and highlights the three that were involved • 
The workshops were conducted in Portland, Eugene, and Bend, 
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Figure 3 

Administrative Districts of the Oregon 
Comprehensive Health Planning Authority 




The purpose of these workBhops was twO'^fold: (1) to provide 
local, grads-toots perceptions of the needs of developmentally 
disabled people to the state developmental disabilities council; and 
(2) to stimulate the organization of permanent local conunittecs that 
could coordinate services for developmentally disabled people and 
reduce service gaps at a local level 

To Che extent possible, the three local committees were 
organized in accordance with Oregon's guidelines for the state 
developmental disabilities council which suggest: 

1. At least 51% consumers (l.e*, nonprovlders) of services^ 

2^ A minimum of 15 members. 

3* Representatives from each of the following provider agencies 

a. Special Education 

b. Vocational Rehabilitation 

c. Maternal and Child Health 

d. Community Mental Retardation 
Public Welfare 

f. Children's Services 

g. Crippled Children's Division 

4. Two representatives from each of the following groups: 

a. Epilepsy League of Oregon 

b. United Cerebral Palsy Association 

c. Oregon Association for Retarded Children 

5* Two consumer representatives, 

6* Additional consumer or provider representatives so long 
as a consumer majority was maintained* 

In each region^ the selection of committee members was coordinated by 
the local Comprehensive Health Planning staff. As indicated in Table 
I, two of the three committees failed to achieve the desired balance 
between consujiers and providers* 

To identify and assign priorities to regional goals for 
developmentally disabled people, the three regional committees employed 
a set of procedures similar to those employed by the state council 
during the September workshop. Some steps in the process were 
modified on the basis of past experience, but the basic process 
remained essentially common to all four groups. 
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Table 1 



Data on Selection of 
Participants for Regional Workshops 



Regional 
Committee 


Coordlnaxors 

and Assistant a In 

Participant 

Selection 


Number of Participants 
Providers Consumers Total 


Works 
tocat 
and 
Dates 


Region 2 


Hazel Warren 
(Metro-Portland CHP 
staff) 

David Porter 

(State m Council staff) 


15 13 28 


Portl 
(Ramai 
Jane 


Region 5 


Lucille Russell 

\uaini? v#o « nc?ni.ajL. iieaxcri^ 

Tom Nugent 

(Lane Co* Mental Health) 


18 11 29 


Cotca 

/in ^ 1 

Dec. 


Region 10 


Russell Reeck 
(CHP staff) 

Art Tassie 
(Central Oregon 
Opportunity Center) 


13 15 28 


Bend 

(Sunr 

Nov. 


24 




<5 





Table X 



Data on Selectloiii of 
PArtlcipaut8 for Regional Workshops 



Coordinators 


Number of Participants 


Workshop 


and Assistants In 




Location 


Participant 




and 


Selection 


Providers Consumers Total 


Dates 


Haacel Warren 


15 13 28 


Portland 


(Metro-Portland CHP 




(Ramada tnn) 


staff) 




Jan. 5-6, 1973 


David Porter 






(State DD Council staff) 






Lucille Russell 


18 11 29 


Cottage Grove 


(Lane Co. Mental Health) 




(Village Green) 






Dec. 15-16, 1972 



Tom Nugent 

(L«ne Co. Mental Health) 

Ruiiaell Reeck 
(CHP ataff) 

Art Taasie 
(Central Oregon 
Opportunity Center) 



13 



15 



28 



Bend 

(Sunriver) 

Nov. 10-Xl, 1972 
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lo Workshop participtnts t&et in small groups to address the 
question* *Vhat do you consider to be the most important 
problems fnced either by developmentally disabled indivi^ 
duals you know peraoaally or by taost developiaentally 
disabled people in your p*irticuiar region of the state?" 
Each group for©ulated its answers In the form of a referent 
and comparable statements of *'vhat is" and "what is pre- 
ferred'' regarding each referents 

2, Working in the same small groups, participants rated each 
problem-statement for clarity^ Based on theiie individual 
ratings, group members discussed, paraphrased, and revised 
each problem-statement so that it was clear both to member^f. 
of that group and to at least one of the workshop's 
staff members « 

3^ Workshop staff then collected the individual problems- 
statements and, by combining related statements and 
deleting redundancies, developed a series o*: "expanded 
problem-statements i'* (For an illustration of the procedure 
used to develop these "expanded problem**«tatements/' see 
Part 11, Section Two of this report*) 

4. The expanded problem-^statements were then presented to 
the total committee and rated and discussed with respect 
to their clarity, truth, and accuracy of collation* In 
effect, participants were asked to develop a shared 
understanding of the cumulative list* As revisions were 
necessary, they were of course made. 

5. Finally, each participant was asked (a) to rate each of 
the final problem-statements for importance and (b) to 
rank-order the most critical of them* 

Each local committee member left the workshop with two products; 
(Da list of the ten or twelve most critical problems faced by 
developmentally disabled people in that region and rank-ordered in 
priority; and (2) a list of all of the problem-statements generated, 
each rated for importance. (A summary of the first of these products 
can be found in Appendix B. ) 



A Survey of Practitioners and Experts 

To determine the needs of developmentally disabled people as 
perceived by those who did not participate in local committee work* 
shops, a statewide survey was conducted of practitioners and experts 
throughout Oregon. The survey had a two-fold purpose: (1) to orient 




practitioners and experts across the state to the need for clear 
goals to help direct the state council; and (2) to provide the state 
council with information about the major problems of the developmen- 
tal ly disabled within each region of the state and within the three 
major disability groups* Those who participated in the survey included 
providers of services to developmentally disabled clients and nomin-- 
ated experts in each of the three main disability categories. 

To identify the first group > two kinds of information were 
sought from the eight state-supported agencies in Oregon that provide 
services to the developmentally disabled; (1) a list of personnel 
known to be providing services, and/or (2) a list of agencies , branch 
offices » etc«» where personnel supervisors could be asked. to Identify 
providers of services* Those who had caseloads of at least 20% 
developmentally disabled clients and who expressed a willingness to 
participate became the survey^s ^'provider" population* They numbered 
262 practitioners and» as Table 2 indicates , represented all eight 
state agencies* Each participant was contacted by telephone, briefly 
informed of the nature of the survey, and asked If he would be willing 
to participate. 

To identify the "expert" population, the three major relevant 
private organizations in Oregon (Oregon Association for Retarded 
Children, United Cerebral Palsy Association, Epilepsy League of Oregon) pro* 
vided us with the names of 20 to 25 people whom they considered expert in 
their knowledge about developmentally disabled people. Once again, 
the individuals identified were contacted by telephone and sixty*- 
eight agreed to participate* Table 3 summarizes the composition of 
this group and indicates a fair balance of experts representing the 
three major disabilities. 

Due to the uneven distribution of practitioners across the 
state of Oregon, it became necessary to collapse Oregon's fourteen 
regions into five for purposes of the survey. To Identify these five, 
total population estimates were considered, as well as distribution 
of the state's practitioners, availability of services within regions, 
and proximity to service centers* Figure 4 indicates the five survey 
regions that evolved; Table A Indicates the representation of prac- 
titioner groups in each of the survey regions* 
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Table 2 



Selection Procedures Employed to Identify Respondents 
Representing the Provider Population 







No* of 


No. of 










Indivi- 


Branch 


No. of 








duals 


Offices 


Breinch 


Special 






Referr- 


Referred 


Offices 


Selec- 






ed by 


by State 


Contact- 


tion Con- 


Occupational 


State 


Stftte 


Office 


ed 


sidera- 




vronuacu 


urrxce 


{») 




tions 


A, Vocational 


Terry Jawes 


23* 






— 


Rehabilitation 












Work Activity 


Robert Shook 




25 


23 


"*— 


Centers 












C. Mental Health 


Robert Shook 




29 


27 


— 


Clinics 












D . TnR Ed . y 


Robert Shook 




30 


26 


(1) 


Services 










see next 












page 


E. Special 


Ray Rothstrom 


450 






(2) 


Education 










F. Public 


William Lovther 




35 


3A 




Welfare 












G. Child Develop., 


Rhesa Penn 


23 








Clinics 












H. Children's 


Dean Or ton 


9* 






(3) 



Services 



Table 2 



Selection Procedures Employed to Identify Respondents 
Representing the Provider Population 



No. of No. of 

Indlvi- Branch No. of 

duals Offices Branch Special Partlci- 
Referr- Referred Offices Selec- pants 
ed by by State Contact- tlon Con- Select- 
State State Office ed sidera- ed 
Contact Office (N) (N) (N) tlons ( K) 

Terry James 23* — — — 23 

Robert Shook ~ 25 23 — 26 

Robert Shook ~ 29 27 33 

Robert Shook — 30 26 (1) 48 

see next 
page 

Ray Rothstrom 450 — (2) 53 

William Lowther ~ 35 34 — 53 

. , Rhesa Penn 23 — — — 17 

Dean Or ton 9* — — (3) (^'-9 

29 
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(Continuation of Table 2) 



^Original contacts and agreements to participate were handled by the 
state office, 

(1) One addltionf^l selection procedure was employed for this group. 
In an attempt to provide a representative sampling of each school 
district, the district contact person was requested to provide the 
name of at least one teacher from each of the public schools within 
that district providing TMR educational services* 

(2) A stratified random sampling technique (based upon regional 
population estimates) was employed for this group to insure a balanced 
regional representation. 

(3) The sample drawn from this group represents the most serious 
limitation of the survey. The appropriate state office issued a 
request to its seven regional offices asking them to provide the 
names of persons meeting the aforementioned criteria. Only three of 
the seven regions responded, with a total of 9 persons identified. 
Time restrictions did not permit a follow^-up effort to determine or 
increase the degree of representation. 
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Table 3 



Data on the Selection of 
Respondents Representing the Expert Population 



Disability 
Category 


Nominators 


Number 
duals 


of Indivl- 
Nominated 


Number of Individuals 
Participating 


Mentally 
Retarded 


Thomas Higley 

(OARC) 
David Kullo- 

watz (OARC) 
Walter Fuhrer 

(M-CARC) 




26 


26* 


Cerebral 
Palsied 


Richard 

Ma thews on 

(UCP) 
Richard 

Mitchell 

(UCP) 




20 


20* 


Epileptic 


James Watson 
(ELO) 




23 


23* 



Betty Stokes 
(ELO) 



*Orlglnal contacts and agreements to participate were, in part» 
handled by the nominators. 
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OREGON 



COUNTY IINIS 

OOViRNOifS ADMINtSTRATiVE OlSTS/ 




Figure A 
Survv^y Regions 
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Table A 

Practitioner Representation in the Five Survey Region* 



Practitioner Groups 
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Total 
Repre 


Region 1 




















(state regions 1» 3) 


7 


9 


5 


5 


9 


8 


8 


3 




Region 2 




















(state region 2) 


5 


5 


10 


7 


20 


8 


9 


3 




Region 3 




















(state regions 4^ 5) 


5 


2 


3 


13 


8 


3 








Region 4 




















(state regions 6«^) 


4 


4 


8 


8 


8 


18 








Region 5 




















(state regions 9-14) 


2 


6 


7 


15 


8 


16 




3 




Total Group 




















Representation 


23 


26 


33 


48 


53 


53 


17 


9 






Practitioner Eepres^atatton in the Five Survey Regione 



Practitioner Groups 
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irf c- «v. *j3 JO -Tj)- Total Regional 
>« 3;^ gw Pvi &. og uc/i Repreaftntation 

1, 3) 7 9 5 5 9 8 8 3 5A 

0 5 5 10 7 20 8 9 3 67 

4, 5) 5 2 3 13 8 3 34 

6-8) - 5 8 8 18 50 

9-14) 2 6 7 15 8 16 3 57 

23 2t j3 53 53 17 9 262 
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A modified Delphi procedure was u^^ed to conduct the survey* 
The proceduraii were divided into three phases c£ activity and required 
tour months to complete. The salient steps vithin eaeh phase of the 
survey can be summarized as follows: 

Phase I : Generation of prcblem states^ents « The initial ques* 
tionnaire Introduced the survey and asked participants to 
generate two or three problem-stateoents that answered the 
following question: 'Vhat do you consider to be the most 
important problems faced either by cevelopaentally disabled 
-individuals you know personally or by sost of the develop* 
mentally disabled in your particular region of the state?" 
This was the specific question for practitioners; experts were 
asked to answer the question in tersss of their own particular 
disability group — (mentally retarded, cerebral palsied, or 
epileptic)* All respondents were instructed to use the same 
format as that employed during the regional workshops: a 
referent or topic, an assertion cf *V*hat is" with respect to 
that referent and a comparable assertion of '"what is preferred'' 
with respect lo that referent • Respondents were given ten 
days to return the questionnaire and were then sent a reminder 
notice if they had not yet replied* A total of 210 practi- 
tioner and 58 expert replies were received by the Phase 1 
completion date, an SOX and an S5S return, respectively. 

Phase II ; Rating of ''expanded probles^state^^nts /* Of the 
more than 800 problems-statements received, sany either dupli- 
cated or related closely to others* By clustering them the- 
matically, editing them, and writing extexided assertions of 
*'what is'' and "what is preferred," the SOD initially generated 
problem-statements were reduced to 34 expanded problem- 
statements. These were returned to respondents for rating in 
terms of importance to developsentally disabled people (or, 
if an expert, to one of the specific categories of disabled 
individuals) within the respondent's ovn region. A 0-7 rating 
scale was employed: 0 indicating '*no problers;" 1 indicating 
a problem, but one that is "relatively unimportant;** and 7 
indicating an ''extremely important problem*" A total of 214 
practitioners and 55 experts responded to this second ques- 
tionnaire, an 82S and an SIX re turnip respectively • 

Phase III : Rank*ordering the expanded problem-statements . 
The practitioner ratings from Phase II were analyzed by combini 
the responses from the respondents within each of the five 
survey regions and the fourteen highest-rated problems within 
each five regions were identified; similarly, the expert 
ratings were analyzed separately for each cf the three 
respondent groups and the 23 highest-rate<: problems within 
each three groups were identified. The eight resulting lists ol 
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highest rated problems were then sent back to their respective 
groups. Practitioners were asked to select the seven state- 
ments most important to developmentally disabled people within 
their particular regions; the experts, speaking for their 
respective disability groups, were asked to select the twelve 
most important problems in the entire state of Oregon. The 
frequency-of -select ion table for each problem was then used 
to rank -order all problems within each group. A total of 221 
practitioner and 56 expert replies were received, an 85% 
and an 62% return, respectively , 

Eight different lists of most critical problems resulted from the 
survey: one for each of the five geographic regions identified for 
purposes of the survey; and one for each of the three major disability 
groups. (Appendix B presents the highest priority problems identi- 
fied on each of the final eight lists.) 



The April Workshop of Oregon's State Council 



In April 1973, a second workshop for Oregon's State Council 
was conducted, this time to identify the Council's goals and priorities 
for inclusion in its 1974 State Plan. Unlike their simulated exper- 
ience in September, the state council now had significant Input from 
three regional committees, a group of practitioners, and a group of 
experts to guide them as they attempted to define or refine state 
goals. (Appendix B summarizes these Inputs to the state council.) 

The workshop began, therefore, with presentations of the data 
collected during the previous six months. Council members were then 
asked to Identify high priority goal referents and to prepare expanded 
goal statements for each referent, using the statements generated by 
the survey and regional workshops as points of departure. When the 
new, state-oriented statements of need hai been reviewed by the full 
council and clarified as necessary, council members were finally 
asked to rank-order the full set of statements, (See Part Two, Section 
Four for a description of specific procedures that parallel closely 
those actually employed by Oregon's State Council in April 1973.) 
The final ranking of the Oregon Council's top eleven referents was 
as follows: 
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Table 5 



The Most Important Needs of fhe DeveloptnentaXly 
Disabled in Oregon as Identified and 
Prioritized by the State Developmental 
Disabilities Council in April, 1973 



Rank 


Need Referent* 


1 


Coordination of services 


2 


Personal rights of the developmentally disabled 


3 


Services for pre-school developmentally disabled 




Identification and diagnosis 


5 


Funds for services 




Alternative living arrangements 


6-7 


Counseling and training services for developmentally 




disabled families 


8 


Services for post-school developmentally disabled 


9 


Job training and Job opportunities 


10 


Training for the developmentally disabled with respect 




to basic living skills 


11 


General education programs 



*For the complete statements of need prepared by council members, 
see Appendix B. 



Preparing Materials Relevant to Assessing Needs, Defining Goals, and 
SetYtng Priorities 



A set of materials, refined from those developed and tested 
during the project year and completed during May and June of 1973, 
include: (1) suggested small group procedures that will enable local 
committees and state councils to share their perceptions of the most 
important needs of developmentally disabled people In their respective 
communities and states; and (2) Instruments and suggested procedures 
that can be used to survey the needs of developmentally disabled 
people AS perceived by experts or by those who actually serve them. 
Sections Two, Three and Four of Part II of this report comprise 
these materials. 



Wonitoring On-Goi ng Programs and Projects 



The ultimate reason for articulating a set of goals and priori- 
ties is to enable council members to evaluate the overall effectiveness 
of statewide operating programs for developmentally disabled people. 
In order to accomplish an evaluation, however, the data generated by 
operating programs must be in a form that permits comparison with 
established goals and priorities. One hope of this project, therefore, 
was to assist the council in designing specific data formats for 
monitoring the outcomes of operating programs within the state. 

This proved, however, to be too large a task. Meetings with 
various state agency representatives revealed that several different 
data collection formats were already being Investigated for adoption 
within Oregon. Given this situation, the staff decided that it could 
be most effective by helping coordinate and facilitate efforts to 
explore these various formats. 

During the year, the staff worked closely with Dr. Richard Eyman, 
Chief of Research at Pacific State Hospital in Pomona, C-lifornia, 
and developer of a comprehensive client -centered data syutem for 
tracking services to developmentally disabled clients. The staff 
also worked with Dr. Robert Schwarz, project director of a fixed 
point of referral center in Eugene, Oregon, in his attempt to develop 
and implement a different data system. 

The Oregon Mental Health Division has decided to implement 
Dr. Eyman 's data system. The fixed point of referral system Is still 
undergoing refinement and, like the Eyman system, is not yet operable 
In Oregon. The state DD council is following developments in the 
area of data systems closely and regards the Implementation of one as 
an Important goal for next year. 



In the context of the present evaluation strategy, the primary 
responsibility of the developmental disabilities council is to manage 
Information. More specifically, the council is chiefly responsible 
for examining the correspondence between the needs identified through 
goal setting activities and the outcomes produced by the state's 
operating programs. One Important goal of this project, therefore, 
was to develop and field-test a training exercise to assist develop- 
mental disabilities councils understand and implement these managerial 
(evaluation) responsibilities. 



Management and Program Evaluation 
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The hLuU' council In-gan to Implemettt Its evaluation responsi- 
bilities throuRh a training exercise which offered a simulation of 
the evaluation process. The exercise, which was part of the April 
workshop, incorporated the following specific purposes: (1) to 
develop an understanding among participants of the need for adequate 
data in order to achieve meaningful evaluation of goal attainment; 
(2) to provide participants with a set of procedures that cou?d be 
used for deciding what data are needed to assess goal achievement; 
and (3) to provide a reality-based experience in implementing these 
procedures with respect to some high priority goals of the Oregon 
Council. 

Hie evaluation procedures developed for this exercise were 
based upon both the SPECS version of a PPBS model and our previous 
experiences in working with the Oregon State Council and local DD 
committees. Three tasks were identified, each dealing with a goal 
that was both relevant to the Oregon Council and illustrated one or 
more aspects of the evaluation process. As council members partici- 
pated in the exercise, they were required to consider the following 
questions: 

1. Are some formats more functional than others for specifying 
goals and evaluating their achievement? 

2. What data were available on the deslgnatlve state of each 
simulation goal at the time of its adoption? 

3. What data are currently available on the designative state 
of each goal? 

4. If the council were to ask tomorrow for evidence of goal 
achievement, what could be said? 

5. Given available data, how could the present goals be 
updated for potential adoption as a high priority goal for 
next year? 

6. Assume for a moment that the updated goals are adopted 
as high priority for next year. What specific kinds and 
sources of data would be needed in order to evaluate 
achievement? 

In thinking through the answers to these questions in the context of 
a set of simulation exercises, the members of the Oregon Council 
became more aware of the procedures involved in accomplishing the 
task of evaluation. 
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Feedback obtained from the April worlaihop and from project 
ataff was used to refine the simulation ejcercise materiala and to 
prepare them for dissemination* This activity took place during 
May and June of 1973, and the product is presented in Part II, Sec 
tlon Five of this report. 
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SUMMARY, DISCUSSION, AND FUTURE ACTIVITIES 



Suromary of Progress 



Between July^ 1972 and July, 1973, the Oregon Developmental 
Disabilities Council and the Research and Training Center in Mental 
Retardation at the University of Oregon have collaborated on a project 
designed to develop a planning and evaluation strategy for monitoring 
developmental disabilities programs on a statewide basis. The pro- 
ject was funded by a Federal grant to the Research and Training 
Center with the expectation that the strategy being developed might 
be usable throughout the country. 

The overall strategy involves three interrelatud components: 
planning, influencing, and evaluating During the project year, all 
three of these components were addressed, and training materials were 
developed to assist council members in understanding their role 
in implementing the strategy* Progress was made by the Oregon Council 
In utilizing the strategy primarily with respect to the first of the 
components; i.e., planning* This progress has occurred in both the 
State Council and within three newly established local developmental 
disabilities committees* 



The three local committees, located in Regions 2, 5, and 10 of 
Oregon, came into existence through the mechanism of two-day workshops # 
During the workshops, each committee determined its regional priorities 
for the developmen tally disabled for the coming year. After the work- 
shops, the committees remained intact in order to attempt to implement 
their programs of priorities* Although some of their efforts have 
already met with success, the shortage of staff support has impeded 
the progress of which they are capable. 

Tlie State Council, at a meeting in April 1973 established 
eleven goals and priorities f the 197^ State Plan, The opinions 
of consumers and practitioner^' throughout the state were made avail-* 
able to Council members in order t:o assist them in the planning 
process . 

At this point in time, the project's most significant progress 
has been made with respect to the planning portion of the strategy. 
Evaluation of the State Plan has not yet been accomplished. This 
could be accomplished, however, with one additional year of effort. 
In addition, the cyclical mechanism of the planning and evaluation 
strategy could become more firmly established. 

The second year of this project, therefore, will focus primarily 
upon three interrelated activities: (1) further development and 
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support of regional developmental disabilities committees in Oregon; 
(2) full evaluation of the Oregon 1974 State Plan; and (3) establishing 
goals and priorities for the Oregon 1975 State Plan* 



Project Activities for the Second Year 



The following work plan outlines the major activities to be 
accomplished over a 12 month period beginning July 1> 1973 and ending 
June 30, 1974. 

I, Regional Committees 

A. Provide one day per month of consultation or assistance 
to each of the three existing regional committees, 

B. Assist in the development of five additional regional 
committees . 

C. Conduct two-day goal setting workshops for each of the 
five new committees, using procedures that were 
developed last year by the Federal project. 

D. Provide one day per month of consultation or assistance 
to each of the new regional committees as they are 
developed. 

II. Evaluation of 1974 State Plan 

A. Di ing July and August, 1973, collect baseline data 
r ting to each of the eleven priorities contained 

le 1974 State Plan. Provide Council with a baseline 
evaluation report no later than September 15, 1973 » 
B* During September, 1973, distribute baseline evaluation 
reports to any persons or agencies that might be 
Influenced to attend more closely to any or all of 
the eleven priorities. 

C. Between October, 1973 and January, 1974, establish 
and work with whatever task forces may be needed to 
improve data collection mechanisms for a follow--up 
evaluation to be conducted on each of the eleven 
priorities , 

D. During February and March, 1974, collect data for 
follow-up evaluation on each of the eleven priorities. 
Provide Council with follow-up evaluation report no 
later than April 15, 1974 • This report will be 
incorporated into the 1975 State Plan. 

E. Between April 15, 1974 and June 15, 1974, collect 
baseline data relating to any new priorities that may 
be identified in the 1975 State Plan. Provide Council 
with baseline evaluation report no later than June 30, 
1974. 
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III. Goals and Priorities for the 1975 State Plan 

A. Develop procedures enabling the three existing regional 
committees to update their goals and priorities for 
the 1975 State Plan. Present description of these 
procedures to the State Council's steering committee 
by November* 1973. 

B. Develop procedures enabling the State Council to update 
its goals and priorities for the 1975 State Plan, 
Present description of these procedures to thv: S^ate 
Council's steering committee by January 1, 1974. 

C. During January and February* 1974, implement procedures 
for updating goals and priorities of the three existing 
regional committees. 

D. During March and April, 1974, implement procedures for 
updating the State Council's goals and priorities to 
be included in the 1975 State Plan. 

The accomplishment of this work plan will involve a collabora- 
tive effort between the Oregon Developmental Disabilities Council 
and the Research and Training Center in Mental Retardation at the 
University of Oregon. In addition to providing assistance to the 
Oregon Council in completing implementation of the evaluation strategy, 
the experience acquired during the second project year should permit 
the completion of training materials that could be used by other 
developmental disabilities councils. 
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SCRIPT OF A SLIDE-TAPE PRESENTATION 
ILLUSTRATING A PLANNING AND EVALUATION STRATEGY 
FOR STATE DEVELOPMENTAL DISABILITIES COUNCILS 



The planning and evaluation strategy that has been developed in 
this project for use by developmental disabilities councils is 
derived from a modification of a planning , programming, and budget- 
ing system (PPBS). The modified model applies to organizations 
in which management has only limited power — where management coor- 
dinates programs with needs, but without having absolute authority 
over what actually occurs in these programs. Management can only 
indirectly influence operating programs, by providing hard data on 
the discrepancies between what is needed and what existing programs 
actually provide. 

There seems to be a high degree of theoretical congruence 
between this modification of PPBS and the organizational structure 
of state developmental disabilities councils. Because of this con- 
>;ruence, an operational strategy has been devised which details the 
activities required of a state developmental disabilities council 
in order to implement the PPBS model* A slide-^tape presentation of 
this strategy has also been developed which can be used to introduce 
council members to their planning and evaluation responsibilities. 

The following pages reproduce the script of this slide-tape 
presentation. Each numbered phrase, statement, or set of statements 
is accompanied by a slide illustration. The slide-tape kit can be 
ordered from the project director on a cost basis. 



Script From the Presentation 



1, On October 30, 1970, President Nixon signed the Developmental 
Disabilities Services and Facilities Construction Act... 

2. ... a piece of federal legislation designed to help states expand 
significantly their programs for those handicapped by mental retarda- 
tion, cerebral palsy, epilepsy, and other neurological conditions. 

3* In order to qualify for assistance under this new Act, a state 
today must assume considerably more responsibility than in the past 
for planning, influencing, and evaluating its many on-going prog^^ms 
for the developmental ly disabled. 

A. More specifically, the Act requires that each state establish an 
adequately staffed state planning and advisory council... 



which will offer local communities a greater voice in deter- 
mining needii^ establishing priorities, and delivering services... 

6, which will continually evaluate the extent to which existing 
services meet those needs... 

7, and which will submit an annual, comprehensive State Plan for 
allocating resources in terms of clearly defined State priorities* 

8* In the remainder of this presentation, we will describe one 
particular strategy that can be used by a state advisory council to 
meet these requirements of the Developmental Disabilities Act in a 
systematic and comprehensive fashion. 

9. To begin, planning, influencing, and evaluating as they are 
carried out by a state advisory council for the developmentally 
disabled — can be roost usefully thought of as sequential activities. 

10. Planning involves identifying needs and then establishing goals 
and priorities addressed to those needs. 

11. Influencing occurs prior to and during the implementation of 
specific programs designed to achieve those goals and priorities. 

12. And evaluating requires, first, that the actual outcomes of 
programs be measured and, second, that those outcomes then be compared 

with the original goals and priorities. 

13. Often, evaluative information leads to new planning, and so the 
cycle begins once again. 

14. Crucial to all three activities — planning, influencing, and 
evaluating is the collection and use of information. 

15. In a real sense, therefore, the major task of a state advisory 
council is to collect and use information in such a way that the needs 
of the developmentally disabled throughout the state can be accurately 
assessed and met. 

16. But let*s now examine in some detail each of these three major 
activities — planning, influencing, and evaluating — and try to 
identify the specific kinds, sources, and uses of Infonnation they 
require . 

17. As a state advisory council begins to plan — that is, to identify 
needs and establish goals and priorities ~ it can make its job con- 
siderably easier if it has four kinds of information: 

18. First, information on the prevalence of developmentally disabled 
individuals in the state can be very helpful. 
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19 • One way of collecting prevalence data is to conduct a house- 
to-house search of some statistically representative sample of the 
state *s population* 

20. An alternative approach is to apply special formulae based upon 
past house-to-house surveys to a state's most recent census data» 

21 » The latter approach is certainly far less expensive than con- 
ducting house-to-house surveys, but it usually results in less accurate 
Information about prevalence > for it depends upon the generaliza- 
bility of earlier surveys to basic census data in different communi- 
ties* 



22. The second kind of information that a state advisory council 
needs in order to plan well is an inventory of both existing and 
proposed services for the developmentally disabled clients of agencies 
and facilities throughout the state* 

23. Once again, a survey can be used to obtain the desired informa- 
tion — this time a survey of relevant agencies to Identify both the 
services they currently provide to the developmentally disabled as 
well as those they intend to provide in the future* 

24. A second way of investigating proposed services would be to 
analyze the existing state plana of public agencies, such as those 
developed by the division of vocational rehabilitation > the state 
department of special education, and the state department of mental 
retardation. 



25. As an alternative to the periodic survey for examining existing 
services, a computerized^ interagency data bank can be developed in 
such a way that services can be monitored as they are being provided 
by agencies to individual clients* This is the most accurate and 
ultimately desirable method for gathering this kind of Information. 

26. On the other hand, however, developing and operating a computer- 
ized data bank is an expensive venture* Moreover, it is frequently 
more politically sensitive than conducting a periodic survey, for miany 
agencies are either unwilling or legally prohibited from sharing 
information about individual clients. 
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27. The third kind of information that a state advisory council 
needs to have in order to plan well is an awareness of the most 
important needs of the developmentally disabled in its state. In 
order to ascertain these needs accurately » it is important to tap 
the opinions of both |^e developmentally disabled themselves as well 
as those who provide them with services* 

28. Telephone or mail surveys » while highly Impersonal in their 
approach, represent one technique for reaching large numbers of 

•^1 
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ccrs\2s^rs ar.ci providers of services in a relatively short period 
c f t • 

29. Or. the ether haaa, small group processes can be designed to help 
Iccal cr regional cocaaitcees of ccnsumers and practitioners identify 
t.^cir special needs, goals, and priorities • 

jI. In :he accompanying inaterials, you will find a fairly detailed 
cescripricn cf cue sec of sail survey techniques that can be used by 
a sz^i^ revisory council to ootain at the "grass roots^' level an 
ar.sver rc the question, "What do you consider to be the most critical 
r.tftfcs cf cevelcpaentally disabled citizens in your community?'* 

5:- In accitlcn, you will find a description of a specific set of 
fciL&lI grc^p processes that can be used by a local or regional committee 
tc icentifv vhat Its ©embers consider to be the most critical needs 
cf de\'€lcp:s«er.tally aisabled citizens in its particular region of 
Che state- 

31, Tirere is yet a fourth kind of information that can prove useful 
t: a state *s adv:.scry council as it begins to engage in planning: 
nar^ely, suiEoaries cf both existing and pending court decisions and 
.egislaticn that are directly relevant to the developmentally dis*- 
atlec. These can usually be abstracted from regularly published 
state ar.c federal docusiekits. 

::. Gath'-ring together these four kinds of informiation for planning 
:s r: :turse, cnly part of the challenge facing a state advisory 

Ec:-.3lly isrportant is seeing that the information is disseminated 
in cigestible vays to members of the council and that the information 
IS act'^IIy used to identify state goals and priorities* 

In ar.cther set cf accompanying materials, ve have described a 
particular set cf processes that begin to utilize the four kinds of 
^.rfcriLat and can be employed by a state council to set its annual 
grills ^nc prirrities for the developmentally disabled. 

3t. In atccrdance vlth the regulations of the Developmental Dis- 
abilities /vct , Che ultimate product of this planning activity by a 
state advisory council is the annxial State Plan which is submitted 
tc :he I>epartaent cf Health, Education, and Welfare. 

3", This State Plan can be much more than a document for external 
reporting anc accountability to the Federal Government..* 

36. fcr, i: used effectively^ it can also be a potent instrument 

* in: luencinj_ and stimulating improved services and programs for 
the cevelcptaentally disabled within the state. 
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39, For example I the goals and priorities enunciated in the State 
Plan can be used by a state advisory ceuncil as its principal cri- 
teria for funding special projects with monies frc^ the DD Act 
itaelf « 

40 • In addition, the State Plan can be presented to directors of 
state agencies with the strong suggestion that the goals and priorities 
identified be used by those agencies as guidelines for allocating 
resources to the developmentally disabled they serve. 

41. The plan can be presented to a state *s governor, for eventually 
he must review and approve all programs of all state agencies.*, 

42. and to a state's legislators, for it is they who control 
many of the laws and resources that inhibit or facilitate services to 
the state's developmentally disabled citizens* 

43. And finally, the State Plan can be use4 as an instrument to 
Influence those who operate at the federal level ~ such as legislators ^ 
funding agencies, and advisory councils* 

44. In effect, despite a state council *s lack of direct control over 
most of the dollar resources expended for the developmentally 
disabled* . , 

45. if the council can develop a strong State Plan, one that 
clearly defines critical needs ^ the council can exert considerable 
influence both within and outside its state, drariatically affecting 
both the quantity and the quality of services provided for its 
developmentally disabled citizens* 

46. At this stage of the presentation, we have identified planning 
and influencing, through the collection and use of infonaation, as 
two of the most important functions that a state advisory council 
can perform to help its developmentally disabled citizetis. 

47. Over time, however, a council's ability to evaluate the extent 
to which identified needs are actually being set by on-^oing state 
programs will determine that council's credibility — not only with 
clients and those who serve them, but also with state and federal 
legislators, agencies and funding sources, and even its own members. 

48. Evaluation, therefore, might well be viewed as the most critical 
component in this process of planning, influencing and evaluating. 

It is certainly the most difficult and the most important challenge 
facing a state's advisory council* 

49. But what exactly is meant by evaluation, particularly when it 
is identified as a major responsibility of a state advisorv council? 

49 



50. On« type of evaluation is that ^vhich occurs when a professionally-- 
trained practitioner diagnoses the specific problems or needs of an 
Individual and then prescribes certain treacm,ents or interventions 
that are designed to reduce those v^oblems or meet those needs ♦ 

51* Obviously » this kind of '^individual" evaluation, while extremely 
Important, cannot possibly be a responsibility of a state advisory 
council • Rather, it must remain the work of those who deal directly 
with the deveJopmentally disabled and their individual problems, 

52. A second type of evaluation focuses on the specific methods or 
procedures that an agency employs as it works with clients to achieve 
particular objectives. 

53. When this second type of evaluation is conducted, information 
is regularly gathered by the agency in order to distinguish those 
processes that work particularly well from those that do not^ 

54. Often, when the agency has immediate access to this kind of 
evaluative information about processes, it can make useful changes 
in its on'-going procedures and methods — doing more of what works 
and less of what does notl 

55* Although critical to the work of each and every agency serving 
Che development ally disabled, this second type of evaluation, which 
requires day-^to-day monitoring of agency processes, seems just as 

Inappropriate to a state advisory council as did the earlier form 
of individual diagnosis or evaluation* 

5b. The type of evaluation that does seem appropriate — if not 
mandatory — for a state advisory council to conduct is that designed 
to identify how veil the overall goals and priorities for all develop- 
mentally disabled citizens in the state are in fact being met. 

57, To put it another way, given a set of goals and priorities in 
its annual State Plan, an advisory council has an obligation to 
measure Just how much progress is made during the succeeding year 
in meeting those goals and priorities. 

58 » In order to accomplish this appropriate type of evaluation, it 
is once again critical, as in planning and influencing, for the 
council to collect and manage information. 

59, First of all, a state advisory council needs to have a clear 
and accurate description of its state-wide goals and priorities, for 
it is these that will be evaluated. 

60, Presumably, as suggested earlier, these goals and priorities 
will be defined annually by the state advisory council and included 
In its annual State Plan* 
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i>l. Secondly, Incorporated in each goal statement should be a 
description of the current state of affairs «— the "what is" 
state — of that goal at the time of its identification. 

62. Specific information about the current state of affairs is 
Important to a council, for not only does it legitimate each goal, 

it also stimulates the generation of baseline data that are essential 
for determining later in the year whether or not progress has in 
fact been made toward achieving the goal. 

63. Indications of progress or change require, of course, that 
measures be taken on at least two different occasions. 

64. Thus, as soon as possible after its goals have been Identified 
for a particular -year , a state advisory council will want to collect 
and organize accurate Information on the current state of each goal. 

65. Usually, this information can be abstracted from recent reports 
of agencies that serve developmentally disabled clients... 

66. ... or from existing, state-wide computerized data banks of 

InfornyEition. 

67. In either case — whether abstracted from past reports or retrieved 
from existing data banks — the information gathered must be highly 
selective and directly related to the goals that have been enunciated 

in the State Plan. 

68. Sometimes, of course, information on the current state of a goal 
is simply not available. 

69. When this occurs, it is necessary for the advisory council to 
conduct its own special survey on the state of that goal. This may 
involve any of a number of possible data-gathering techniques, 
including questionnaires, telephone conversations, and direct obser- 
vations . 

70. Just as it is important for a council to have information on the 
current state of its annual goals immediately after their identifi- 
cation, it is also important for the council to gather comparable 
information about those goals at the end of a year of influencing 
and monitoring agency efforts to achieve them. 

71. These year-end data represent, therefore, still another kind 
of Information that a state council must collect if it is to engage 
in meaningful evaluation. 

72. In most Instances, the same sources as those used earlier in 
the year can be employed to obtain these comparable, year-end data — 
reports, operating data banks, and special surveys. 
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7 3. There Is one additional source of year-end information that will 
be relevant; namely, the set of suimnative evaluation reports pre- 
pared for *^11 special projects that have been funded during the prior 
year with monies from the Developmental Disabilities Act itself. 

7A. Once theae year-end data regarding the status of each goal have 
been collected and organized, they can be arrayed against the com- 
parable data collected immediately after the goal had been set... 

75. ... and an annual evaluation report can be prepared by or for 
the state advisory council — - a report that Indicates... 

76. ... the council's originally defined goals and priorities... 

77. ... the status of those goals at the beginning and end of the 
year just completed . , . 

78. ... a subjective assessment, based on the data, of progress 
made toward the achievement of each goal... 

79. ... and specific recommendat-: .is for council members to consider 
as they refine old goals and establish new ones for Inclusion In 
next year's State Plan. 

80. ThuH, as a state advisory council moves Into Its second cycle 
of planning and attempts to modify its goals and priorities — it 
has one additional piece of information that it did not have during 
Che first cycle of planning. It now has an evaluation report on 
progress made toward achievement of last year's goals and priorities. 

81. Furthermore, with each cycle of planning, influencing, and 
evaluating, the state council ought to be generating or collecting 
increasingly specific and accurate information on both past accomplish- 
ments and future directions. 

HJ. In the accompanying materials, you will find some simulated 
examples of evaluating goals that might be adopted by a state advis- 
ory council. The materials were designed to illustrate the flow 
of Information from planning to evaluating to replannlng. 

83. At first blush, it may seem that the Job of collecting and 
fn.inaging information, at least as It has been described In this 
presentation, is much too complex and large for any state advisory 
council to handle — that councils simply lack the resources 
required to engage in such extensive planning and evaluation. 

84. Since councils generally consist entirely of volunteers, it 
is clear that they have neither the time nor energy to do the job 
described if they attempt to do it entirely on their own. 
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85, Inevitably, therefore^ state advisory councils must be able to 
draw upon four other sources of manpower If they are to engage in 
this kind of comprehensive planning and evaluation,., 

B6. ... and, simultaneously, they must limit their own activity to 
monitoring the total effort, interpreting highly refined data, and 
making critical decisions at appropriate points in the planning and 
evaluation cycle. 

87. One of these other sources of manpower is a council's own 
executive or steering committee, a subset of council members who 
usually have the time and expertise to play a larger role In carrying 
out council responsibilities than do moat other members. 

88 V A second source of manpower can be specially constituted task 
forces, groups of interested individuals whose mandate becomes one 
of collecting and managing some particular kind of information that 
will be used by the council in making its decisions, 

89. As a third source of manpower, a council can contract with 
specially-equipped individuals or groups to perform specific work 
that would be difficult to obtain on a volunteer basis. 

90. And finally, the most important source of manpower for a state 
advisory council is its own staff of state employees... 

91. ... for, regardless of their number, it is these staff members 
who Inevitably are responsible for Implementing the many decisions 
made by a state council during its deliberations. 

92. By way of summary, therefore, the major functions of a state 
advisory council for the developmentally disabled include planning, 
Influencing, and evaluating. 

93. All three of these activities require the collection and use 
of Information. 

94. The activities occur sequentially and cyclically, each cycle 
providing Input to new cycles of planning, influencing, and evaluat- 
ing. 

95. Planning, which involves identifying needs and then establishing 
goals and priorities, Is facilitated if four kinds of information are 
available . . . 

96. ... prevalence statistics, descriptions of existing and proposed 
agency services, opinions about important needs, and reviews of 
significant laws and court cases. 




97. roost important product of plauniag Is each council's state- 
ment of goals and priorities for inclusion ir. its State Plan. 

98. This statement of goals and priorities can be used to influence 
the Council's own funding of special projects, the activities of 
on-going state agencies, and decisions which affect d eve Xopmen tally 
disabled citizens that may be made by governors, legislators, and 
others in positions of power. 

99. Finally, the statement of goals and priorities should be used to 
stimulate the council's own evaluative activities,., 

100. ... its collection of data with respect to each goal at the 
time it is adopted as well as one year later its analysis of the 
data collected at those two points in time its assessment of 
progress made toward accomplishment of identified goals... 

101. ... and its recommendations for subsequent cycles of planning. 

102. Finally, with each annual cycle of planning, influencing, 
and evaluating... the quality of information available to a council 
ought to improve... 

103. ... Its procedures for planning, influencing, and evaluating 
ought to become morr precise... 

lOA. ... and, most important, the quality of services to develop- 
mentally disabled citizens ought to iasprove, thereby enhancing their 
opportunities for enjoying a normal and satisfying life. 
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ONE WAY TO INVOLVE A LOCAL 
COMMIITEE IN DEFINING GOALS AND 
PRIORITIES FOR THE DEVELOPMENTALLY DISABLED 



Introduction 



As a representative group of consumers* practitioners, and 
interested citizens, the members of a local DD committee have special 
knowledge and Insights about the most critical needs of develop- 
mentally disabled people in their community. How to tap this 
knowledge and insight, and then how to organize the infoirmation 
generated into useful statements of local goals and priorities — 
these represent a real challenge for any local DD committee in the 
United States. 

The particular procedures described below and identified as the 
DAP group processes represent one possible response to this challenge. 
They have been adopted from a generalized technique for identifying 
problems, one that has been employed by over one hundred groups 
during the past three years. ^ Three regional DD committees in Oregon 
employed the modified processes in 1972-73 to Identify their most 
important goals for 1973-74.2 Because the processes require face- 
to-face interaction, they can be used most effectively by a local DD 
committee in a workshop setting, one that involves three major clusters 
of activity: approximately one-half day for committee members to 
generate and clarify initial statements of need; a second half-day 
for the workshop's trainers to collate the initial statements and 
develop expanded statements of need; and a final half-day for 
committee members to review the expanded statements, identify those 
that will be goals, and then assign priorities to them. 



The generalized DAP processes for Joint problem-solving were 
developed and pilot-tested by F. Lee Brissey and John M. Nagle as 
part of a project sponsored by the U. S. Office of Education and con- 
ducted at the Center for the Advanced Study of Educational Administra- 
tion (CASEA), University of Oregon, Eugene, Oregon. 

^Local DD comf'ittees in Regions 2, 5, and 10 of Oregon pilot- 
tested these modifii-5 DAP processes as part of a larger project 
sponsored by the Rehabilitation Services Administration and carried 
out between June 1972 and June 1973 by the Rehabilitation Research and 
Training Center at the University of Oregon in conjunction with the 
Oregon Developmental Disabilities Planning and Advisory Council. 




The final products of the DAP processes are tvot (1) a list 
ot expanded statements of need that have been generated by individual 
committee members, checked on two occasions for group understanding, 
and then rated for importance by all coraralttee members; and (2) a 
}iub,HtU of Che five to ten most critical of those expanded statements, 
identified as goals and rank-ordered for priority by the entire 
local DD committee. Presumably, these two products can be helpful 
both to the committee as it plans its own activities and to the 
State Advisory Council as that group attempts to identify the most 
critical goals for all development ally disabled individuals in the 
state. 

Although the following description focuses on one particular 
sequence of group activities, it will be readily apparent that 
variations in both the sequence and the activities not only are 
possible, but may be desirable. Some, but not all of these variations 
have been suggested at appropriate points in the description. 



DAP is the acronym for a generalizable set of concepts and 
procedures which the members of a group or organization can employ to 
refine their problem-solving skills and bring them to bear on "real- 
life," day-to-day problems — regardless of whether they be programmatic, 
administrative, or interpersonal in nature. This is not to suggest 
that DAP — and all that it connotes — is a sure-fire way for groups 
and organizations to solve all their problems simply and without 
conflict; rather it is a set of ideas and techniques that we think a 
uriHip or organization can employ to "smoke out" some of its most 
important problems or needs, "unpack" them to manageable size, and 
then eventually develop plans for at least coping with them, if not 
actually solving them. The major interest of DAP, therefore, is in 
finding ways for groups of individuals to reduce unnecessary and point- 
leas conflict, misunderstanding, and frustration with respect to both 
their goals and the methods they will employ to achieve those goals. 

Underlying DAP is a set of assumptions about human beings, 
problems, needs, and goals, and the phases of activity required for 
successful joint problem solving. These assumptions are derived from 
a variety of sources, principally the literature related to general 
systems theory and human communication: 

As sumption //I ; Each human being is a fully-integrated, problem- 
solving system, continuously engaged in three kinds of 
inquiry — designative inquiry (D) about "what is;'' appralsive 
inquiry (A) about "what Is preferred;" and prescriptive Inquiry 
(P) about "what to do" to reduce discrepancies, whether existing 



The Concepts Underlying the DAP Group Processe s 




-45- 



or potential, between "what is" and "what is preferred."^ 
It is these discrepancies or gaps that we typically identify 
as "problems" or "needs." 

Similarly, groups and organizations engage In the same three 
kinds of inquiry, each of which produces a particular kind of 
information relevant, first, to identifying problems or needs 
and, then, to meeting or solving those problems or needs. 
Essentially, therefore, human beings and organizations are 
viewed in DAP as systems that continuously collect and process 
Information relevant to problems or needs and their solution. 

Assumption #2 : Communication is the glue used to couple toge- 
ther individual problem-solving systems in the business of 
joint problem-solving. Moreover, five critical levels of 
communicative contact can be applied to any piece of designa- 
tive, appraislve, or prescriptive information, and, thus, to 
any statement of a problem or need and to any proposal for 
its solution. These five levels are fidelity, understanding, 
acceptance, relevance, and commitment. That Is, successful 
communication requires that one move successively from merely 
replicating a message, to understanding and agreeing with It, 
to seeing it as relevant, and eventually to behaving consis- 
tently with it. 

Assumption #3 ; The full cycle of problem solving, whether 
carried out individually or jointly with others, Involves three 
major phases of activity? (a) identification of the problem 
or need to be addressed; (b) development of a plan for dealing 
with that problem or need; and (c) implementation and asseusment 
of the plan. Moreover, within each of the three major phases 
of activity, it Is possible to apply each of the five levels 
of communicative contact. For example, identifying problems 
or needs of a group requires that group members process 
information in such a way that they can achieve successful 
communicative contact at each sucr.esslve level, from fidelity 
when they initially identify problems or needs to commitment 
when they finally decide for which of those problems or needs 
they will jointly develop a plan. The full DAP joint problem- 
solving processes, therefore, can be nicely depicted by a 
grid in which the three major phases of activity are spread 
across the top and the five levels of communicative contact 
are listed down the side. 



C, S. Morris, in his text Significance and Signification , dis- 
cusses in considerable detail these three kinds of inquiry and the 
implications for information resulting from each. 
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For a locfil DD conunittt»e» the critical question to be addressed 
15, **How can the members of the conunitt^e pool their individual 
percept iouB and come to consensus on the most critical needs of the 
developmental ly disabled in their conanunity?** Therefore, for purposes 
here, a local DD conunittee is interested in only the first of the 
three phases of activity in the total DAP process. The remainder 
of this section presents, first, a general description of the workshop 
activities proposed lor a local committee and, then, a set of detailed 
notes for a workshop trainer. 



A n Overviev of the DAl^ Processes for Identifying Local Needs 
of the Develojmentairy Disabled 



Presumably common to the members of a local DD committee Is 
their concern for developmentally disabled people in their particular 
community* Wliat may not be common among committee members, however, 
is their knowledge or perception of the most critical needs or 
problems facing those developmentally disabled Individuals • The DAP 
processes, as they are proposed here, are designed to help committee 
members share information and eventually come to consensus on the 
top priority goals of developmentally disabled people in their com- 
munity. The focus, therefore, is on identifying needs or goals 
rather than on developing solutions; the process moves gradually from 
many voices to one voice; and the ultimate product is a set of high 
priority goals for a year of local committee activity. 

During most of the first half -day session of the workshop, the 
IcKal committee operates in relatively small groups ot five or six 
members each. Within each small group, initial statements of need 
are generated hy individuals and then refined to the point that they 
are understandable not only to members of each small group, but to 
members of other groups as well. These statements of need are 
addressed to the question, "What do you consider to be Che most 
important problems or needs faced either by developmentally disabled 
individuals you kr.ow personally or by most developmentally disabled 
individuals in your particular region of the state?" While the ques*- 
tion orients committee members primarily to problems or needs o£ 
the developmentally disabled, it certainly does not preclude problems 
or needs of individuals or agencies who provide services jto the 
developmentally disabled. Ultimately, of course, both points of view 
arc Important, but the principal orientation of a local DD committee 
probably ought to be to the consumers of services rather than to their 
providers . 

Instead of responding to relatively unstructured request for 
"needs'* or *'goals," oach small «roup is asked to generate statements 
that have a definite structure, consisting of (1) a referent or 
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topic, (2) a dtisignative assertion of w hat la with respect to that 
referent, and (3) a comparable assertion of what is preferred with 
respect to that referent. Here, for example, are two illustrative 
statements of need, "rda's" as they come to be identified by a group. 

re ferent (d) deslgnativc assertion (a) appraislve assertion 

of ''what is" of "what is preferred 

1. Opportunities There is not an adequate I prefer that there be a 
for volun- program in our region for number of programs or 
teers volunteers who want to help opportunities for volun- 

or who are concerned teers who want to work 

about the developmen tally with and help the DD. 
disabled . 

2. Prevalence We do not have accurate I prefer to know exactly 

data on the number and how many and where 

location of developmen- developmentally disabled 

tally disabled Indivl- Individuals reside in our 

duals in our region. region. 

During an initial brainstorming session, members of each group 
generate a set of rda's based on their individual perceptions of need. 
These are recorded and publicly displayed as they are generated. 
Following the brainstorming session, each group returns to its list 
and processes each rda for maximum clarity and understanding, not 
only among members of its group, but hopefully among those outside 
the group as well. Given the constraints of a half-day session and a 
general dearth of deslgnative information about developmentally 
disabled people in most communities, it is most unrealistic to expect 
that each small group will produce rda's that have undeniable clarity 
and' specif iclty. It should be possible, however, to reduce much of 
the ambiguity that tends to characterize the initial statements 
generated and to develop, at the very least, a shared understanding 
within each small group of the needs that have been described. The 
final activity of the first half-day calls for each group to make a 
second pass through its list of clarified rda's, this time in an 
effort to use whatever information is currently available to weed out 
gross untruths in each rda's deslgnative assertion. 

Between the two half-day sessions for committee members, the 
workshop trainer collates, organizes, clusters, and refines the rda's 
Into a single list of "expanded" statements of need. To the extent 
possible, he combines related deslgnative and appraislve assertions — 
using some to exemplify and others as headings for entire clusters of 
problems or needs. He maintains, however, the rda format. Moreover, 
he views this collation task as purely a semantic one; that is, while 
he may edit and reorganize the original statements of need, the work- 
shop trainer has no prerogative to add or delete content to any of the 
deslgnative or appraislve assertions. 
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During the second half-day session, the expanded and reworked 
rda^s are presented to the full local BD committee. As each expanded 
statement Is presented » conimittee members monitor it for distortion 
of the original rda*s and revise it as necessary to assure maximum 
understanding and acceptance by all members of the committee. When 
as such clarity and accuracy have been achieved as time will permit > 
committee members discuss the relative importance of each statement 
of need and then assign a measure of priority to it. 

As indicated earlier, the final products of this modified form 
of the DAP processes are two: (1) a list of expanded statements of 
need that have been generated by individual committee members, checked 
on two occasions for group understanding, and then rated for importance 
by all committee members; and (2) a subset of the five to ten most 
critical of those expanded statements of need, identified as goals 
and rank-bordered in priority by the entire committee. 



Notes to a Workshop Trainer 



Some Pre-Workshop Considerations 

1. Just as a State Advisory Council for the developmentally disabled 
ought to be a representative group of consumers, practitioners, 
and interested citizens, so too a local DD committee ought to 
represent a balance of these same three points of view. Therefore, 
prior to identifying needs and setting priorities, you may want 

to suggest to the existing local DD committee that it reassess 
its membership and make whatever changes arc necessary to assure 
representativeness * 

2. Because the DAP processes rely primarily on input from small groups 
of five or six members each, the total committee need not be 
limited to a particular size. Ideally, it ought to nuLiber between 
20 and 30 members, but the DAP processes have been used quite 
successfully with groups as large as 100. Although the data 
increase significantly as the committee increases in size, and the 
collation task multiplies in complexity, the basic concepts and 
operations remain essentially the same regardless of the size of 
the total group. 

3. Before the workshop begins, acquaint yourself fully with all of 
the steps in the DAP process for identifying goals and priorities. 
Your responsibility as a workshop trainer will be to coordinate 
both people and information — requiring, therefore, that you 
understand fully the processes in which the committee will be 
involved . 

^0 
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4. During the course of the workshop ^ you will need several different 
kinds v)f materials and equipment. These include an overhead 
projector; clear acetates for overhead projection; acetate pens 
(preferably Indelible); any acetates that have been prepared in 
advance for explaining points to the coimalttee; enough large sheets 
of butcher paper for each small group to use as it generates and 
processes its rda^s; a dossen or so felt*-tip pens; and 200-300 
Index cards « How these various materials will be used is des^ 
cribed below. 

5. Finally, you must decide (1) how much theory underlying the DAP 
processes you want to present to members of the local committee 
and (2) how detailed a description of workshop activities you 
want to give during your Introductory comments. Attention to each 
of these can range from little or no comment to extensive discus-- 
sion. Your decision is not an easy one, for in virtually every 
local DD committee you will find some individuals who only want 

to know how to work the DAP processes, while others will be 
unhappy if you do not first describe the conceptual framework 
underlying those processes. Satisfying completely both kinds of 
individuals is obviously impossible* Therefore, let your special 
knowledge of the commit tee, your personal proclivities, and your 
past experiences as a workshop trainer and participant be your 
guide as you decide both how much and how to tell the committee 
about the DAP concepts and its procedures, both during your intro^ 
ductory comments and prior to each workshop activity. 



The First Half -day of the Workshop 



1. Begin with introductory comments regarding: 

a* the objectives of the workshop, including... 

1. its focus on problems or needs of the developmentally 
disabled within your community rather than across the 
state; 

2. the desire to formulate and assign priorities to these 
statements of local need in such a way that they can 
(1) give direction to subsequent committee activities 
and (2) influence the State Advisory Council for the 
developmentally disabled as it goes about its own job 
of identifying and assigning priorities to state-wide 
needs; and 

3. the workshop's focus on problems or needs faced the 
the developmentally disabled themselves, but without 
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excluding concerns of Chose who provide services to^ 
the developmental ly disabled* 

i>» th^ conception underlying the DAP group processes, 
including. * . 

1. distinctions among designative, appraisive^ and pre-* 
scriptive inquiry and information (see the brief 
exercise on distinguishing among the three kinds of 
statements at the end of this section); 

the notions of what constitutes a ^^need'* or "p'^oblem;" 

3. the five levels of communicative contact; and 

the three major phases of activity in the total DAP 
process for individual and organizational problem 
solving* 

z. and the specific workshop activities proposed for the 
cosaaittee » including ♦ . . 

1. the procedures that will be employed to move from 
individual statements of need to a group product of 
goals and priorities; 

2. the specific format for generating and recording state- 
33iencs of need (see Example 1 at the end of this section) 
and 

3. cne example from a prior workshop illustrating how 
information gen^^ated by individuals will be processed 
during the workshop to forz: a group product (see 
Example 2 at the end of this section) • 

Organize the total committee into small groups of five or six 
©fibers each, and describe the following task: 

In each small group, address yourselves as individuals 
to the following question: 

'Vhat do I consider to be the most important problems 
or needs faced either by developmen tally disabled 
iadividxials I know personally or by most developmen- 
tally dls.ibled in this particular region of the 
state? ' 

Organized into small groups so that you can stimulate one 
another, brainstorm answers to this question. Ask one of 
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your members to serve as a recorder and, as ^ach statement 
of need is identified by individual group a^abers, make 
certain that th« statasent i^ recorded on the butcher 
paper for all group laetnbers to see ^ first a referent, then 
a designative assertion about *Vtiat is'' with respect to 
that referent > and finally a ccteparable appraisive asser- 
tion about 'what is preferred" vith respect to that refer- 
ent. The role of each group*s recorder, in addition to 
contributing items hiisuaelf, is to record^ but not to edit. 
The role of all group mesabers is to generate as many rda's 
as possible in 30-45 minutes without stopping to clarify 
or argue over the truth, or value of any of the items 
generated by any group ©ember. At this point* therefore, 
simply produce items — that's the charge for each small 
group/' 

And as each group sets to work on that charge, rotate among the 
groups, iuierrupting only when a group appears to have forgotten 
its charge. 

3» When the brainstorming session appears to have spent itself, 
review with the entire committee the next step in the pro- 
cess — searching for clarity on the initial statements of 
need. Then ask each small group to return to its brainstormed 
list, discuss each of the rda's on that list, and, as necessary, 
clarify statements by providing examples and/or editing refer- 
ents, designative assertions, and appraisive assertions ♦ The 
challenge here is to clarify the rda^s by paraphrasing and 
discussion, but to do so without distorting the aeaning in- 
tended by the individuals who originally generated them. 
Discussion and editing, therefore, should be for the purpose 
of clarifying meaning — both within the group and, if possible, 
for others not in the group — rather than for the purpose cT 
achieving agreement on either the truth of designative asser- 
tions or the desirability of appraisive assertions • 

Depending upon time constraints, suggest that group mem- 
bers begin by individually rating each stateeaent for clarity, 
and then devote the remainder of their time to those statements 
most in need of clarification; or else suggest that they 
simply budget an arbitrary period of tise to discuss each 
statement* Again, the focus at this point in the process 
should be solely upon a search for understanding or clarity, 
leading as appropriate either to revision of existing state- 
ments or addition of new ones ♦ 

4, As the next step, ask group members to take another look at 
the clarified statements of need, this tlBe to weed out gross 
inaccuracies in each rda*s designative assertions* Ttxe aim 
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here is to achieve the greatest accuracy and agreement possible, 
but to do 80 within the inevitable conatrainta of available 
time and information. No group should expect to press any 
of the designative assertions to its ultimate truths Further- 
more, little effort should be made here to reach consensus on 
the preferences expressed in each appralsive assertion* If 
one member disagrees substantially with a preferential state- 
ment, simply suggest that a new statement of need be written, 
processed, and added to the list rather than allow the group 
to discuss indefinitely their differences of opinion* 

5* When all of the statements of need have been processed for 

clarity and for as much accuracy as possible > ask K^oup members 

to copy the resulting rda*s on index cards, one card for each, 

including a referent and its comparable statements of w hat is 

and what is preferred > When the cards have been completed by 

each group, adjourn the session and invite the committee to 
reconvene for Its second half -day session at an appointed time. 



Between Sessions 



Between the two half -day sessions, your job Is (1) to cluster the- 
matically each of the individual statements of need now recorded on 
Index cards and (2) to write for each cluster an •'expanded** statement 
of need. (Once again, see Example 2 at the end of this section.) In 
effect ♦ your job is to combine related individual statements of need, 
using some to exemplify and others to serve as general statements for 
an entire cluster. The rda format should again be used^ so that each 
expanded statement has a referent and short paragraphs of comparable 
and thematically related designative and appralsive assertions about 
ti-at referent. Because these will be shared with committee members 
during the second half -day session, the entire list or expanded rda's 
should be reproduced in multiple copies; at the very least, the Items 
should be prepared for presentation by means of an overhead projector, 
one expanded rda per acetate. CKir experience has been that the final 
set of expanded statements o'^ need will number between 25 and 35. 



The Second Ha If -day of the Workshop 

1. During the second half-day of the workshop, present the expanded 

rda*s to the full comraiittee and then test each statement for clarity, 
truth, and distortion. The search for clarity and truth Is parallel 
to that conducted earlier in small groups; the test for distortion 
is a check on your Interpretation of the multiple Items that have been 
organized into single expanded statements of need. It is probably 
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desirable to present all expanded rda's first and then to process 
each tor clarity, truth, and possible distortion. (Form 1 at the 
end of this section may facilitate this refining process.) As 
each set of statements is processed, revise it as necessary to 
maximlaie understanding or clarity and minimize distortions or 
inaccuracies. Moreover, provide ample opportunity for committee 
members to add additional statements of need if they feel that 
none of the expanded rda*s adequately reflects one or more of their 
original statements of need. Be extremely reluctant, however, to 
remove any of the statements, unless all members of the committee 
agree to do so. Throughout the DAP processes, preserving each 
individual voice is far more critical than pruning the list of 
minority viewpoints. 

2. When each expanded rda has been adequately processed for clarity, 
accuracy, and lack of distortion, move to the next step in the 
process — rating by each committee member of the importance of 
each statement. Give the full committee the following directions: 

"As 1 once again display each of the expanded statements of 
need — statements that have been processed for clarity, 
accuracy, and lack of distortion — consider it carefully 
in light of this questior. . 

'How important on a 1-7 scale, where 1 indicates low 
importance and 7 Indicates high importance, do I think 
it is to the dcvelopmcntally disabled in our community 
that the need described in this particular statement 
be met — that is, that the identified discrepancy 
between what is and what is preferred be reduced?* 

If you still do not understand any of the expanded statements 
of need, or if you disagree with either its deslgnative or 
appraisive assertions, or if you think that it so badly dis- 
torts the original rda's that you cannot possibly rate it for 
importance, then rate the statement 0," 

Next present each expanded rda, giving committee members adequate 
time to rate it for Importance. (Form 2 at the end of this section 
may facilitate this rating task.) Collate the ratings, and then 
compute and display their frequencies for each expanded statement. 
It is, of course, possible to collate the ratings orally and 
therefore publicly, but it is probably preferable to do so pri- 
vately so that individual opinions and biases can be protected. 
Moreover, in computing frequencies, you nay want to group the 
O's, 1 and 2'8, 3, 4, and 5 'a, and 6 and 7'8 rather than treat 
them independently. In effect, if you do this, you will be 
reducing eight categories to four for the purposes of collating. 
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3. As an optional next step> when the frequency data have been dis- 
played, allow members of the committee to argue briefly for 
placing more or leas importance on particular expanded statements 
of need particularly those for which the data suggest consider'^ 
able disagreement regarding either the existence of the need or 
it» importance* If you do allow for this period of argument, 
allow as well for re-rating each of the expanded rda^s for which 
arguments have been presented. 

4. Whether or not the prior optional step Is taken i the frequency 
scores for each expanded rda result In one of the workshop's 
two products: a list of expanded statements of need that, have 
been generated by individual committee members, checked on two 
occasions for group understanding, and then rated for importance 
by all committee members* 

5. There are several ways to produce the second workshop product: 
the subset of five to ten most critical goals, rank-ordered in 
priority by the entire committee. One technique is simply to 
give each expanded statement a "total score" based on its previous 
importance scores* These "total scores" can then be arranged from 
highest to l owest , in effect rankK)rdering the expanded statements 
of need from most to least Important » 

An alternative procedure, although slightly more complex, 
separates the initial rating of Importance from the rank-ordering 
for priority. Given the display of frequency scores for all of 
the expanded rda*s, isolate as a subset the ten rda's that have 
high ratings of importance (6 or 7 on the sevens-point scale) and 
low spread (most of the responses clustered near the upper end of 
the scaleT. Allow for argument within the full committee on the 
relative priority of each of these ten expanded rda*s. Then ask 
each committee nember to select from the subset the five rda*s 
that he thinks deserve highest local priority. When these indi- 
vidual selections have been collated, a f requency-of-selection 
score can be computed for each rda and used to rank-order all of 
the rda's in the subset 

b. When the two products have been completed, you may want to ask 
committee members to indicate their personal commitment to them. 
Again, a seven«^point scale can be used and the results collated 
and publicly displayed. Tliis time, the essential question becomes, 
"On a seven-point scale, how committed are you to the two lists 
of statements of need — as guidelines for future activities of 



^The committee may want to cluster its most important items into 
two or three groups rather than rank order them; or it may simply want 
to identify, without distinguishing among them, its "top five" or "top 
seven" goals* 
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the local committee and as information to be fotward^sd to the 
State Advisory Council for the devclopmentally diaabl«d7*^ (Form 
3 at the end of this section may facilitate this final rating for 
commi tment .) 

Finally^ produce for the local DD committee copies of thair two 
products — the total list of expanded rda's with their ratings of 
importance, and the subset of highest priority rda^s rank -ordered 
in terms of importance* In preparing these final products v you 
may want to preface them with a brief description of the member- 
ship of the local DD committee and the specific processes employed 
to define these goals and priorities. 



Exercise 1 



Distinguishing Aaong Three Kinds of Scat«m«nts: 
Dcsignative, Appraisive, and Prescriptive 

Let's try to distinguish among three kinds of statements, each of 
which conveys a different kind of inforxaation: 

1. a designative statement conveys information about "what is" 
with respect to oneself, his environsaent , or his relationship 
to that environment. Presumably, therefore. It is a state^ 
ment of fact . Moreover, it represents "public events," and 
so the "territory" mapped by the statement is fully open 

to the independent inspection of other observers and to their 
independent Judgment regarding the degree to which the state- 
ment accurately maps that territory. Given a designative 
statement, the question of "truth" is extremely relevant. 

2. an ap praisive statement conveys information about "what is 
desired" with respect to oneself, !Us environment, or his 
relationship to that environment. It is, therefore, not a 
statement of fact, but a statement of preferenc e or valu e. 
That is, unlike a designative statement, an appraisive state- 
ment represents "private events" and so it cannot be publicly 
verified except by inference. Arguing the "truth" of an 
appraisive Bta':ement is, thus, quite different from arguing 
the "truth" of a designative statement. 

3. a prescriptive statement designates actions to be taken or 
behaviors to be exhibited in order to achieve a particular 
end. It is, therefore, a statement of proposed action . It 
represents forms of action that can be taken to change either 
the characteristics of the environment or one's relationship 
to that environment . 

Based on these definitions, use a "d" for designative statements, an 
"a" for appraisive statements, and a "p" for prescriptive statements 
to Identify whether each of the following statements is aore designa- 
tive, more appraisive, or more prescriptive. 

1. Tliere is currently no diagnostic clinic or research 

center for the developaen tally disabled in the town of 

2. Job opportunities for trained DD are very scarce. 



3. I wish that all doctors and nurses be specially trained 

to deal with the specific problems of the OD. 
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^ 4» Publish a monthly newsletter for DD In the region that 
describes services that are available to them and on- 
going activities In which they may want to become 
involved. 

5. I would like to see detailed information about who the 
DD actxwilly are and where they currently live, 

6. Most treatment for the DD in this region requires that 
they travel outside its boundaries* 

7 . Buy a new fleet of buses that can provide more reliable 
transportation for the DD* 

8* 1 prefer to be informed about the school ^s classifica- 
tion of my DD child following its diagnosis and grouping < 

^ 9« There are no educational programs for the trainable 
mentally retarded in our region's public schools* 

10. Coordinate a series of sheltered workshops for DD during 
the early summer months* 
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Example 1 



Formatting Statements of Need: A Keferent 
and Comparable Deslgnatlve and Appralslve Statements 



We*d like to use a particular format for specifying needs of the 
developmentally disabled^ one that builds on distinctions between 
designative and appralslve statements* Each need will have three 
component parts; (1) a referent » a label for the general topic or 
thing we^re talking about; (2) a deslgnatlve statement regardlnK that 
referent; and (3) an appralslve statement regarding that referent. 
The resulting need can then be defined as the "d-a discrepancy" be- 
tween '*what is" and "what is preferred" with respect to the referent. 

For example, given "my car" as a referent, here are two of the many 
possible statements of need that could be developed with respect to 
chat referent: 



Referent Designatlve Statement 



Appralslve Statement 



1. my car 



2, ray car 



Whenever it rains, my car 
leaks something terrible, 
and my feet get soaking wet 

It is the cheapest and 
smallest model Ford makes. 



I prefer that my car 
leak not one drop when 
it rains. 

1 prefer it to be the 
most deluxe Cadillac 
a man could buy. 



In each example, there is a dllscrepancy between "what is" and "what 
is preferred" with respect to "my car." 



When developing statements of need that have this format, try to avoid 
collapsing designatlve and appralslve statements — that is, avoid 
veiling values in designatlve statements. For instance^ look at the 
following example; 

Referent Deslgnatlve Statement Appralslve Statement 

the coffee pot There is too little attention There should be more 

to the coffee pot in the attention to the coffee 

morning. pot in the morning. 

At first glance, the designatlve statement in the above example appears 
to be a legitimate statement of fact; upon closer inspection, however, 
note that the statement implies far more about "what is preferred" 
than it says about "what Is." 
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Avold as well confusing prescriptions or solutions with either state- 
ments of fact or statenents of preference. Look, for instance, at 
this example: 

Referent Desl&native Statement Appralsive Statement 

the coffee pot It is empty until 10:00 in The janitor should fill 

the morning. it when he arrives. 

In this example, the appraislve statement is actually a prescription — 
a proposed action — rather than a statement of preference. As a 
result, it is difficult to identify the particular need being 
described ~ that is, the specific discrepancy between "what is" 
and "what Is preferred." 

A more useful statement of need would read: 

Referent Designative Statement Appraislve Statement 

the coffee pot The pot is empty until I usually want a cup 

10:00 in the morning. of coffee when I arrive 

at 8:00 in the morning. 
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Example 2 

The foUowlng example Illustrates how statements of need (rda's) from 
four small groups were combined into a single expanded rda. Changes 
that occurred as a result of checks for clarity > truth, and distor- 
tion are also illustrated. 

1. Five snateraents of need from four small groups > as originally 
bralnstormed and as revised: 

Group It Item 14, 

Original statement: 

Referent ! Special living arrangements for DD 
Peslgnatlve Assertion : Limited local services (group homes, 
foster homes, etc.) to place DD's in lieu of institu- 
tions . 

Appraislve Assertion : Get DD out of institutions where 
appropriate. 

Clarified statement: 

Referent ; Alternative living arrangements for DD 
pesl gnatlve Assertion : Limited local facilities (group 

homes, foster homes, etc.) to place DD*8 in lieu of 

institutions. 

Appraislve Assertion : Get DD out of institutions where 
appropriate and Into appropriate living arrangements. 

Group 2, Item A. 

Original statement: 

Referent : Some DD's 

Peslgnatlve Assertion ; Residence not available near 

services (both permanent and temporary). 
Appraislve Assertion ; Prefer residences near services. 

Clarified statement: 

Referent ; Some DD ' s 

Designatlve Assertion ; Protective living environments 
not available near services (both permanent and 
temporary) . 

Appraislve Assertion ; Prefer permanent living environment 
near services. 
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Groxip 2, Item 5» 

Original statement: 

Referent s Severely retarded 

Deslgnatlve Assertion : No residential services in Lane 
County » 

Appraisive Assertion ; Prefer residential services in 
Lane County » 

Clarified statement: No changes were made on this statement ♦ 

Group 3, Item 3» 

Original statement: 

Referent : Adult moderately and mild retarded population 
Designative Assertion ; Lack of living facilities. 
A ppraisive Assertion ; Adequate group supervised living 
facilities. 

Clarified statement: 

Referent : Adult moderately and mildly retarded population 
Designative Assertion ; Lack of living facilities to 

promote Independent living. 
Appraisive Assertion ; Should be adequate supervised 

living facilities. 

Group 4y Item 3» 

Original statement; 

Referent ; Housing for disabled 

Designative Assertion : Adult lack of suitable housing and 
supportive services to live independently. 

Appraisive Assertion : Prefer housing and services be 
available * 

Clarified statement: 

Referent : Housing for disabled 

Designative Assertion : Adult handicapped lack of suitable 
housing and supportive: services on all levels of 
community living. 

Appraisive Assertion : Prefer housing and services be 
available. 

The expanded statement of need based upon the five rda's received f 
the four small groups; 

Referent: Alternative living arrangements for the DD 
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Deslgnative Assertion : In Lane County, there are limited alter*- 
native living arrangements ~- few group homes^ foster homes > 
community homes, etc* — that will promote Independent 
living* 

Appraiaive Assertion : I prefer that there be more residential 
services and more suitable housing for the DD in Lane 
County. that there be more protective living arrangements, 
both permanent and temporary, near available services • • • 
that there be more group supervised living facilities 
that, to the extent possible, the DD be able to live outside 
formal institutions. 

III. The expanded statement of need revised by the entire committee: 

Referent : Alternative living arrangements for the DD 

Designative Assertion ; In Lane County, there are limited alter- 
native living arrangements — few group homes, foster homes, 
community homes, etc. — that will promote Independent living 
and/or total care, particularly for the severely disabled^ 

Appraisive Assertion : 1 prefer that there be more residential 

services and more suitable housing for the DD in Lane County... 
that there be more protective living arrangements, both 
permanent and temporary, near available services. that 
there be more group supervised living facilities* • • that to 
the extent possible, the DD be able to live outside of formal 
institutions • 



/ 




ERIC 



Form 1 



To "weed out" unnecessary /;mblgulty» distortion, or factual error in 
the expanded statements of need» please respond to each question for 
each item* 



How do you rate 
this expanded rda 
for understanding? 

(1-low, 7-high) 


Do you think this 
expanded rda signifi- 
cantly distorts one 
or more of the ori- 
ginal statements? 

(Yes or No) 


Do you have good 
reason to doubt 
the truth of any 
Of all of the 
designative assei 
tions in this 
expanded rda? 

(Yes or No) 


1 


12 3 4 5 6 7 






2 


1 2 3 4 5 6 7 






3 


1 2 3 4 5 6 7 






A 


1 2 3 4 5 6 7 






5 


1 2 3 4 5 6 7 






6 


1 2 3 4 5 6 7 






7 


1 2 3 4 5 6 7 






8 


1 2 3 4 5 6 7 






9 


1 2 3 4 5 6 7 






10 


1 2 3 4 5 6 7 




— ' — 


11 


1 2 3 4 5 6 7 






12 


1 2 3 4 5 6 7 






13 


1 2 3 4 5 6 7 






14 


1 2 3 4 5 6 7 






15 


1 2 3 4 5 6 7 






16 


1 2 3 4 5 6 7 






17 


1 2 3 4 5 6 7 






18 


1 2 3 4 5 6 7 






19 


1 2 3 4 5 6 7 






20 


1 2 3 4 5 6 7 







Form 2 



Zadtviaxial Tally Sheet for Rating Importance 
o£ tb* E: -sanded Statements of Need 



Fcr each expanded rda, ask yourself the following question: 

"iicv iaqpcrtant on a 1-7 scale (1 low, 7 high) is it to the 
dev«io?a«atally disabled in this region that the particular 
a««d b« s&ct — that is, that the particular discrepancy 
betveea 'what is' and 'what is preferred' be reduced?" 

If you still ccn't understand the statement of need or don't think it 
re-ally represents a need, and you therefore can't rate it for impor- 
tance, slatply rate It 0. 



Circle your rating for each rda: 



Ite^ Rating 

1. 0 : : 3 ; 5 6 7 
c::3-*5fc7 
3. o:: 34567 

■*. 012 54567 
5- 0 12 3 4 5 6 7 



Item Rating 

21. 01234567 

22. 0 12 3 4 5 6 7 

23. 0 1 2 3 4 5 6"' 

24. 01234567 

25. 01234567 



Item Rating 
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43. 0123 4 567 
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45. 01234567 
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Fonc 3 



Satis f«ction/CointtitJ8«nt Kejpona* Fora 



After approximately one full day of effort, you have produced two 
group products.* (1) a list of expanded stateaeats of need that were 
originally generated by individuals, checked on two occasions for 
group understanding, and rated by the total group for Importance; and 
(2) a subset of statements that, after having been rated by most 
participants as extremely important, have been siibse^uently priori- 
tized by the entire group. 

We would like to raise two final questions: 



1. On a 1-7 scale (1 low, 7 high), how cogmltted are you to the 
first of these two products . the total list of expanded 
statements of need, each with its frequency of importance 
ratings? Are you willing to have the list used as an input 
for future decision-making at the regional and state levels? 

01234567 



2. On a 1-7 scale (1 low, 7 high) , how c<aaaitted are you to the 
second of these two products , the subset of high priority 
statements of need, rank-ordered frossi most to least impor- 
tant? Are you willing to have this rank-ordering or priorities 
used as an input for future decision-iaaking at the regional 
and state levels? 

0 1 2 3 4 5 6 7 
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A DESCRIPTION OF SURVEY PROCEDURES 
FOR IDENTIFYING STATEWIDE nND/OR LOCAL NEEDS 
OF THE DEVELOPMENTAL DISABLED 



Introduction 



The survey procedure outlined in this section offers an alter- 
native to the small group procedures previously described for providing 
State DD Councils with Information regarding the statewide and/or 
local needs of developmentally disabled people. The procedure 
developed from the realization that while there are knowledgeable 
and experienced persons capable of cpeaking for the needs of develop- 
mentally disabled people in their respective regions of the state, 
it can be tremendously difficult to bring such persons together or 
to otherwise organize their perceptions in any useful and efficient 
manner . 

The procedure employed was inspired by the Delphi technique. 
Originally developed at the RAND Corporation, the Delphi technique 
Is a means of soliciting and collecting the opinions of experts. Its 
initial uses were primarily in the area of technological forecasting, 
but more recently it has been used as a technique for identifying 
agreement concerning organizational problems, goals, and objectives. 
The most important characteristics of the Delphi approach are: (1) 
the anonymity of the survey participants; (2) a numerical analysis 
of the participants' responses; and (3) the use of controlled 
opinion feedback to participants in a series of successive question- 
naires. 

Since participants in a mall survey are unknown to one another, 
the technique also prevents persons of influence from unduly over- 
riding or swaying the opinions of other participants. Communication 
between participants is maintained by summarizing the responses to one 
round of questions and providing this information to participants 
with the next round of questions. 

The present set of procedures Includes the development and 
dissemination of three sequential questionnaires dispersed over a 
period of approximately three to four months. Four major phases of 
activity are required. Phases one, two, and three each culminate 
in the preparation and mailing of the three questionnaires. Phase 
four involves the analysis of data from the third questionnaire and 
preparation of a final report for the State Council. 

The questionnaires are designed to solicit opinion regarding 
respondents' perceptions of the more important needs of developmentally 
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disabled people in their community or throughout the state. Two final 
products result from this survey procedure. The first is a listing 
of all needs identified and rated for importance. From this list, 
the needs receiving the highest ratings are selected to be rank-ordered 
for priority. The rank-ordered list of needs constitutes the second 
product of the survey. 

These survey procedures have been implemented to assist the 
Oregon Developmental Disabilities Council in its identification and 
prioritization of statewide needs of developmental ly disabled citizens. 
The DAP framework for conceptualizing needs, described in the previous 
section for implementation in swiall groups, was also utilized in this 
survey procedure in order to ensure comparability of results with 
those produced by the small groups. 

The remainder of this section will detail specific procedures 
for implementing the four phase survey, based on our experiences in 
the state of Oregon, Variations of these procedures will undoubtedly 
be required in response to each unique situation where such a study 
might be conducted. The end of this section includes the survey 
Instruments that were used in the Oregon study. 



Implementation of the Needs-Assessment Survey 



Phase 1 



Step 1: Establish a steering committee . The function of a 
steering committee is to serve as an advisory panel 
of experts at particular junctures in the survey 
process. The committee should include knowledgeable 
representatives from both "provider" and "consumer" 
groups and also at least one person with expertise 
in survey methodology. In addition. It Is strongly 
recommended that several key members of the Council 
also serve on the steering committee. The Council's 
participation in basic planning and implementation 
decisions will help to ensure their acceptance of 
the final survey products. 

Step 2: Identify the major guestionCs) needing resolution . 

The steering committee should provide advice on the 
proposed question to be put to the respondents. 

Example: What do you consider to be the 
most important problems faced 
either by developmentally 




ill 



disabled individuals you know 
personally or by most develop- 
mentally disabled in your 
particular region of the state? 



Particular care should be taken in finalissing the 
specific wording of the question* For example, words 
that are vague* ambiguous, or unnecessarily long or 
technical should be replaced. As a final check, 
ask several uninvolved colleagueii to test the clarity 
of the statement . 



Step 3: Identify the relevant population of respondents ^ 



Here again, the steering committee should assist in 
developing a list of possible respondents or respon- 
dent groups from which the sample is to be selected. 
The choice of the respondent population will, of 
course, depend on the specific survey objectives ♦ 
The choice will also depend to some extent on the 
resources available to conduct the survey » The final 
selection, however, will undoubtedly include respon- 
dents from the following three categories: (1) 
"providers** of services or practitioners; (2) ''con- 
sumers** of services or clients (where appropriate, 
this category can be broadened to include the 
parents of the developmentally disabled); and (3) 
nominated *'experts** who are well acquainted with the 
problems of developmentally disabled persons • 



Step A: Select the respondents ♦ After determining the total 



sample si^se that is feasible for a given study, 
selection of respondents from the " provider* * category 
will usually involve consideration of the following 
criteria: (1) necessary respondent qualifications, 
such as years of experience in providing a service « 
or percentage of DD clients in the professional 
caseload; and (2) relevant agencies from which 
respondents will be selected. It should be possible 
to determine which agencies serve the greatest 
number or provide the broadest range of statewide 
services to developmentally disabled individuals. 

Somewhat different criteria are recommended for 
selecting respondents from the **expert** category • 
These criteria are guided by two general assumptions: 
first, there are persons highly knowledgeable about 
the problems of the developmentally disabled; and 
second, these knowledgeable persons or "experts*' can 
be identified on the babis of their reputations* 
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After identifying individuals to serve as nominators 
of the expert respondents i it may be helpful to employ 
a set of ^•selection guidelines*^ by which all potential 
respondents can be co'»4pared^ For examples 

(a) all persons nominated more than once are to be 
considered as possible respondents; 

(b) a person nominated more than once with at least 
two strong recommendations is to be selected; 

(c) a person nominated only once but with strong 
recommendation is to be selected in preference 
to a person nominated more than once but with 
no strong supporting recommendation; and 

(d) no person is to be selected who has not received 
at least one nomination with a strong recommenda- 
tion* 

When selecting respondents from the consumer or 
client category^ it is best either to sample from the 
parents of clients, or to employ the nomination tech*- 
nique to identify clients capable of accomplishing 
the required task. The names and addresses of clients 
or client representatives may be considerably more 
difficult to obtain than the names of providers or 
experts, since rather strict regulations usually 
govern access to this kind of information* One 
possibility is to enlist the assistance of the public 
or private agencies where such records are kept; they 
may be willing to make the Initial contact with the 
clients and to provide you with the required informa- 
tion once client agreement to participate is obtained. 

Step 5? Obtain the respondents' cooperation > The respondents 
selected for participation in the study should be 
individually contacted by telephone to enlist their 
support. Before making the contacts, however, it is 
suggested that a telephone message be prepared and 
used with all respondents. The message should explain: 
(a) the purpose and importance of the study; (b) 
the methodology to be employed; (c) how respondents 
were selected; and (d) what will be required of thos^* 
who agree to participate. After obtaining the 
respondents' verbal commitment to the project, one 
additional step is recommended. A letter of conflrma*- 
tion should be forwarded to respondents specifying 
in greater detail the purpose of the study and the 
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approximate aao^t of tiae ixxvolvad. An enclosed 
postcard to b« returned to the researcher can provide 
confirmation of the respondents' correct name, 
address^ and telephone n\mber along with a written 
coTOitment to the project* 



Step 6: Prepare and mall the first <iueationnaire . The purpose 



of the first questionnaire ie to obtain the respon- 
dents* an6ii?ers to the major research question being 
posed for resolution. Since all other questionnaires 
will build upon the data received from this ques- 
tionnaire » clarity concerning the task to be performed 
is extremely important • The questionnaire used in 
the Oregon study can be found at the end of this 
section. 

It is vise to decide upon the amount of time 
participants will have to return their responses. 
Our experience has indicated that a response-time 
interval of 10-12 days is desirable, especially where 
the study involves a large number of respondents > 
and where a high response rate is expected. Be sure 
to enclose a pre-addressed stamped envelope for the 
return of the response forxjss with all questionnaires; 
this courtesy is considered a must to guarantee 
even minimal returns • Soon after mailing the first 
questionnaire t a '^reminder notice" car* be sent to 
all respondents w^-- have not returned their replies 
by (or perhaps a few days before) the deadline date. 



Step 1: Analyze the replies obtained from questionnaire ifl . 



The primary purpose of this step is to organize and, 
to some extent, sxxmmarize the responses that will be 
resubmitted to participants for additional considera-- 
tion* This procedure should involve some variation 
of the following general steps, (1) Make a copy of 
each returned statement on a separate 3X5 index 
card» (2) Sort the cards into piles of thematically 
related statements. It is wise to have a colleague 
work with you to check the accuracy of your clustering 
or sorting results. (3) Eliminate obvious duplica- 
tions in each clxister, and (4) combine closely related 
items* When these two steps are completed, each 
cluster should be composed of unique but thematically 
related statements ♦ (5) If appropriate, rewrite some 



Phase 2 
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Step 2: 



Phase 3 

Step 1: 
Step 2: 



Phase 4 

Step 1: 



of the items for greater clarity and/or conciseness* 
(6) As a final step> following the rda formats, 
collapse and rewrite the Individual statements to 
form one ^'expanded'* statement of need, (An lllUBtra*- 
tion of the clustering procedures Involved in deriving 
an expanded statement of need can be found toward 
the end of this section*) 

Prepare and mail !^he second questionnaire . The second 
questionnaire is designed to allow participants to 
make a judgment concerning the importance of the needs 
that were identified in the first questionnaire. 
This task can be accomplished by instructing the 
participants to rate each expanded statement of need 
on a scale of importance • The questionnaire used for 
this purpose in the Oregon study can be found at the 
end of this section « 



Analyze the replies obtained for questionnaire //2 , The 
ratings from the second questionnaire should be 
compiled and recorded on a master tally sheet. Separate 
data analyses should be performed for each of the 
several regions or groups involved in the survey. 

Prepare and mall the third questionnaire . The task for 
the third questionnaire requires participants to 
reconsider a list of top*-rated needs and to make one 
final Judgment indicating priorities, A decision 
must first be made concerning the number of top-rated 
need statements to include in this third questionnaire. 
Participants should then be asked to select or choose 
approximately half of the need statements from the 
total list. A copy of the third questionnaire in the 
Oregon study can be found at the end of this section. 



Analyze the replies obtained from questionnaire //3 , 
Rank-ordering of the need statements can be accomplished 
by tallying the frequency with which they were selected. 
Separate analyses can b< coa<^ icted for each of the 
subgroups in the survey , 
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^tep 2: Present the final results to the steerinp. conunitrteo . 

The steering committee should examine the results and 
make recoiranendatlons concerning any additional steps 
in the data analysis that might be conducted. They 
may also want to discuss the most effective way of 
preparing the final report for presentation to the 
Council. 

Step 3: Prepare and submit report to the State Council . 
Step 4: Prepare and mall report to participants . 

An Illustration of the Expanded Problem-Statement ^lusterinR Process 

The following diagram illustrates the clustering process 
involved in deriving an "expanded" statement of need. 

Figure 1 
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(Cross-Regional) (Revised) 
NS- — ^ ENS 
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As shown in the figure, need statements generated by participants 
in each of the five regions are thematically clustered to form a 
regional expanded need , statement . Similar expanded need statements 
from each of the regions are then combined and rewritten to form one 
expanded need statement that is crosa^regional in content. Finally, 
this draft of the cross'^regional expanded need statement is revised . 
to refine its clarity and representativeness. 

To further illustrate this important procedure, we are including 
the following example of the clustering process involved in deriving 
an expanded need statement based upon the DAP problem generating format* 
Tables JL through A are, in effect, illustrations of the diagram 
presented above. Table J, presents individual "d'-a" need statements 
that were generated by four of the five regions in the Oregon study 
concerning the central theme of "Transportation Needs of the Develop- 
mentally Disabled," Tabled lists the expanded need statements 
resulting from the clustering of individual need statements within 
each region. Table J presents the expanded need statement derived 
by combining the four regional expanded need statements. Table j4 pre- 
sents the final revised form of the cross'-reglonal expanded need 
stateraenrt. 
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Table 1 



Individual Need Statements for Each Regional Group 



Some cli,2nts walk, some clients wait for rides, and some 
clients are brought by parents or relatives. 
I would prefer a bus that would pick up and take back 
clients at a specific time. 

Public transportation is non-existent in our community. 
A daily bus service throughout the county for transportation 
to jobs, medical services, and social living activities 
including spectator sports. 

Community transportation is not oriented toward DD persons. 
Specialized transportation services and devices should be 
readily available. 

Transportation is not provided for the students. 
I would prefer that transportation be provided. 



Since the developmental ly disabled tend to be widely 
scattered in a rural district, transportation is scarce , 
expensive or almost impossible . 

Transportation should be made available to the disabled 
at a reasonable rate and at reasonable times. 
Students in special education classes seem to have great 
difficulty in arranging their own transportation. They 
rely heavily on parents and/or teachers to cart them 
around. 

Individualized attention within schools to assess student 
transportation needs. 

There is a problem of lack of adequate transportation — 
the severely disabled find it difficult to use buses — 
when available. 

Special transportation facilities to take these people 
places for social contact. 

A mentally retarded client living in a rural area was 
denied training due to a lack of personal and/or public 
transportation. 

I prefer that transportation be made available to all 
deve^opmentaJly disabled individuals who have been accepted 
for tiaining. 



Transportation for the non-ambulatory developmentally 
disabled is virtually nil, especially for ancillary ser- 
vices such as recreation programs and religious education. 
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Table 1 (continued) 



Vans equipped with hydraulic lifts are needed in all 
population centers. 



Region V : 

1. D - Insufficient transportation for the developmental ly 
disabled . 

A - Varied public transportation to meet the needs of the 
developraentally disabled. 
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Table 2 



Regional Expanded Need Statements Derived by 
Combining and Rewriting the Individual 
Statements from each Regional Group 



Region I : 

What_is: There is no adequate public transportation In this com- 
munity for DD persons. Agencies must budget for private 
carriers or depend on volunteers. 

What is preferred : The community should provide a variety of 
services to transport the disabled to schools, jobs, 
dical facilities, and recreation centers. 

Region 11^ ; 

What_i_s: There is a lack of adequate transportation for the DD. 

Most importantly, transportation to and from service 
agencies and job sites is extremely lim ted. Special 
education students, for example, must often rely on 
parents and teachers for their transportation needs. 
The accommodations that do exist are rarely equipped 
to handle the special needs of the severely disabled 
population. Accommodations in rural areas, where the 
DD tend to be widely scattered, are particularly scarce 
and are often too expensive fov many to use. 

VHiat is preferred ; I prefer that transportation accommodations 
be available to all the DD who need it. . .that it be 
available at reasonable rates and r.t convenient times, 
especially for those families isolated in rural areas 
. . .and that special accommodations be provided for 
transporting the severely disabled. 

Region III ; 

What is ; There is virtually no transportation for the non- 
ambulatory disabled, especially fj allow them to 
participate ±a support programs, such as recreation. 

Wh at is preferred ; Specially equipped vehicles should be provided 
by communities to transport their disabled citizens to 
and from various activities. 

Region V ; 

What is; There is insufficient transportation to meet the needs 
of the DD in our community. 



What is preferred; A variety of public transportation should be 
made available. 
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Table 3 



Cross-regional Expanded Need Statemeit 



What is; There is a lack of adequate transportation to meet the needs 



of the DD in our coimnunity. Most Importantly, transportation 
to and from service agencies, schools, job sites, and social 
and recreational facilities is extremely limited. Moreover, 
the carriers that do exist are not adequately equipped to 
accommodate the severely handicapped and non-ambulatory 
client. In rural areas, where the DD tend to be widely 
scattered, transportation is even more scarce and often too 
expensive. Many agencies must either budget for private 
carriers or depend on volunteers for providing transportation. 



What Is preferred; I prefer that a variety of transportation alter- 



natives be made available for all the DD in our community 
who require such facilities, regardless of the severity of 
their disability or vheir ability to pay. These services 
should be available at convenient times, particularly for 
clients residing in rural or out-of-the-way areas. 
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Table 4 



Fiaal Revised Expanded Need Statement 



Vhat is : Tber^: is inadequate transportation for the DD to and from 



service agencies, schools, job sites, and social and recrea-- 
tional facilities* Moreover, existing carriers are not 
acte<;uately equipped to accommodate DD who arc severely 
handicapped and nonambulatory* Rural areas, where the DD 
tetid CO be widely scattered, have even fever and more 
expensive transportation alternatives than other areas « 
Hany agencies must either budget for private carriers or 
depead on volunteers • 



What is preferred : I prefer that a variety of transportation alterna- 



tives be available at convenient times to all DD, regardless 
of the severity of their handicap, their ability to pay, 
or their place of residence. 



The ressainder of this section includes copies of the 
questionnaires that were used in the Oregon study. 
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REHAB ILITATIOK RESEARCH AKB tlUIKlNG 
CENTER IN MENTAL RETARBATIOJJ 

Ul^lVERSITY Of OREGOK 



MODIFIED DELPHI lOTESTIGATlON: KEEDS IBEvT I FI CATION 



This is Part One of the madified I^elphi Investigation in which 
you hav^ kindly agrieeti to participate- Even before «e begin, there- 
fore, let us extend our sincere thanks to you for agreeing to take 
the tlnie and effort to contribute to our final product* 

The topic of the investigation is **Develcping State Priorities 
for the Developraentally Disabled Iju Oregon*" (The Developmentally 
Disabled are defined, at this time, as the aentally retarded, cerebral 
palsied, and/or epileptic.) 

The researcher is Mr. Kenneth Fox of the Rehabilitation Research 
and Training Center in Mental Retardation, University of Oregonn The 
supervisor of this study and director vf the Research and Training 
Center is Dr. Andrew Halpem. 



This investigation has been designed by the Rehabilltaticn 
Research and Training Center in Mental Retardation, University of 
Oregon, for use by the state of Oregon's ^veloptaental Disabilities 
(DD) Advisory Council. The information collected in this investiga- 
tion will be provided to the DD Advisory Council to aid Counc'l members 
in their attempt to assess the imaediate/f uture needs of the develop- 
mentally disabled throughout the state. 

The investigation seeks to identify the sajor problems currently 
facing the developmentally disabled in Oregon so that wherever possible, 
programs can be developed or other appropriate actions taken to deal 
with these problems. 



P artioipant Information 

As a member of a professional group concerned with providing 
services to the developmentally disabled, you are, we believe, 
uniquely qualified to help us in this process. It is our task to 
draw on your knowledge and opinions, and to provide the communication 
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vehlcle for you to share your perceptions with us and with other 
professionals serving the developmentally disabled. 

The research technique being used in this investigation is one 
which requires a series of brief contacts by mall. On subsequent 
contacts we will be providing you with sunonary information concerning 
the products and perceptions of your entire, group. We feel sure 
that the generation of this kind of information will be of great value 
to us and, we hope, a rewarding experience for you. 

Before we move on to the specific task for Phase One, however, 
perhaps it would be helpful to briefly focus on the Importance of 
the investigation, and to indicate how the generated information will 
be used, by providing some background information on the function 
of the DD Advisory Council. 



Bac kg round In forma tion 

The DD Advisory Council Js the sole official body responsible 
for the planning and coordinating of services for the developmentally 
disabled on a statewide basis. The Council is composed of a represen- 
tative group of clients, practitioners, and Interested citizens whose 
primary responsibility is for annual review and approval of a state 
plan concerned exclusively with the developmentally disabled. This 
responsibility requires that the Council be able to evaluate the extent 
to which existing services meet the needs of the developmentally 
disabled, and from an examination of the discrepancies between needs 
and services, to develop a list of priorities for the allocation of 
resources , 

The Council's mandate with respect to evaluation is far reach- 
ing and complex. The accomplishment of this overall task requires 
a series of intermediate steps, the most urgent of which is the direct 
concern of this investigation — to somehow ascertain the needs of 
the developmentally disabled from both regional and statewide 
perspectives , 



The problems that this study seeks to identify are major 
problems currently faced b;^ the developmentally disabled. In other 
words, we would like to focus primarily on the problems of the client- 
consumer. However, don't hesitate to suggest problems faced by those 
who provide services to^ the developmentally disabled when you feel 
that these are of prime importance to the client. 



Finally, we would like to generate your Phase One problem^ 
BtatemiMits using a particular forniat* Experience has indicated that 
thiH particular type of problem-statement format is relatively easy 
ti^ work with, and produces statements which not only convey much 
more iniormationi but are also more easily understood by others. 

Each problem-statement should consist of two separate components: 
(1) an assertion as to " what is " with respect to some general subject 
matter, and (2) an assertion of " what is preferred" with respect to 
that same subject matter* Stated differently, the "what is" component 
describes the current state of affairs of the problem situation^ It 
should be an assertion of fact (as opposed to a statement of value) 
and should therefore indicate a state of affairs which could be 
checked by other observers. The " what is preferr^^d " component tells 
us how you would prefer that state of affairs to be. It is not a 
statement of fact, but a statement of preference or value > Unlike 
the "what is" statement, the "what is preferred" statement cannot be 
publicly verified as to its truth. 

One or two examples may help to clarify the distinction between 

the two components: 



I have time to read one book 
a month. 



'Vhat Ib Preferred'' 

I would prefer to read at 
laast four books a month. 



Notice in the above example that both statements have a common 
focus or referent — the number of books I have time to read in a period 
of one month. Notice also that an attempt was made to be as precise 
as possible. Instead of using phrases like "not enough time," or 
"too few books" (phrases which mean different things to different 
people), reference was made to the exact time period and number of 
books Involved in my^ problem. 



At my office the first pot of 
coffee is seldom ready until 
9:00 in the morning. 



''What Ib Preferred" 

I prefer that the coffee be 
ready when I arrive at 8:10 
in the morning. 



This example involves my problem of not being able to get 
coffee early in the morning. Again, an attempt was made to be as 
precise as possible in specifying the current and the preferred state 
of affairs. 
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ID No. 



One last caution. Try to avoid confusing prescriptions or 
solutions with either statements of facts or statements of value. 
Look» for instance, at this rewording of the last example: 



"What I a" 

At my office the first pot of 
coffee is seldom ready until 9;00 
in the morning. 



"What Xb Preferred" 

The janitor should make coffee 
when he arrives. 



In this example the "what is preferred" statement is actually 
a prescription — a proposed action — rather than a statement of 
preference. As a result, it is difficult to identify the particular 
problem being described. 

The Taak 

ycu are aeked to reflect on the infomation preeented above 
and then to generate two or three problem- 8 tat emente in anawer 
to the follatHng question? "What do you consider to he the 
most important problems faced either by develqpmentally 
disabled individuals you know personally or by most develop- 
mentally disabled in your particular region of the state?" 

Please concentrate on major problems , but also attempt to be 
as precise as possible. If you believe your prcl lem-statement applies 
to one particular disability group (for example the epileptic) or to 
one particular age group (for example the pre-3Chool) , please state 
these qualifiers as part of your problem-statement. 

All communications received are strictly confidential. You 
are asked to fill out the attached personal data sheet and to Include 
your name on each returned form for statistical and operational 
purposes ONLY . 

Deadline 

Since there are subsequent stages In this investigation, and 
in order that all problems received may be processed for the second 
stage, you are asked to return the attached personal data and problem- 
statement sheets in the stamped addressed envelope provided by 
December 9, 1972. We suggest that you retain this Introductory infor- 
mation for your future reference. 

If you have any questions concerning the study, please do not 
hesitate to contact me at the Research and Training Center, University 
of Oregon. My telephone number at the university is 503 - 686 - 5466 
and at home, 503 - 343 -^4659. 

Your cooperation Is sincerely appreciated. 



KENNETH D. FOX 

94 



-83- 

REIUBILITATION RESEARCH AND TRAINING 
CENTER IN MENTAL RETARDATION 

UNIVERSITY OF OREGON 
PROBLEM - STATEMENTS 

NAME: _ 

Note ; The infoi^rnation above the dotted line will he removed upon 
receipt of thie form. 



ID # 

STATEMENT OF THE TASK: "What do you ooneider to he the most important 

probleme faced either by developmentally 
disabled individuate you know pevBonally 
or by moat developmentally disabled in your 
particular region of the state?" 



(la) 


"What Is" 


(lb) 


"W}iat Is Preferred" 


(2a) 


"What Is" 


(2b) 


"What Is Preferred" 


(3a) 


'n/hai Is" 


(3b) 


"What 1 3 Preferred" 



PLEASE RETURN IN THE ENVELOPE PROVIDED ALONG WITH THE ATTACHED DATA 
SHEET. THANK YOU. ^ — 



ERIC 



REHABILITATION RESEARCH AKD TRAINING 
CENTER IN MENTAL RETARDATION 

UNIVERSITY OF OREGON 

MODIFIED DELPHI INVESTIGATION 
(NOTE: PERSONAL DATA IS FOR STATISTICAL AKD COKPUTATIONAL PURPOSES ONLY,) 

NAME: 



Uot^i The infarction above th^ dotted line iHll be detached upon 
receipt of this /om. 



CURRENT OCCUPATION: ID# 



SEX: Male 

Female 

YOUR AGE RANGE ; under 21 21 - 30 31 - 40 

Al - 50 51 - 60 61 + 



ARE YOU CURRENTLY PROVIDING A SERVICE DIRECTLY TO THE DEVELOPMENTALLY 

DISABLED: Yes 

No 



PLEASE ESTIMATE THE PERCENTAGE OF YOUR PROFESSIONAL CONTACT WITH EACH 
OF THE FOLLOWING DISABILITY GROUPS: (1) Mentally Retarded % 

(2) Cerebral Palsied % 

(3) Epileptic % 

(4) Multiply Handicapped 1 

100% 

PLEASE ESTIMATE THE PERCENTAGE OF YOUR PROFESSIONAL CONT .CT WITH CLIENTS 
OF THE FOLLOWING AGE RANGES: (1) 0-6 years _ % 

(2) 7-18 years __Ji 

(3) 19-50 years % 

(4) 51 + years % 

100% 

PLEASE ESTIMATE YOUR TOTAL EXPERIENCE IN WORKING WITH THE DEVELOPMEN- 
TALLY DISABLED. Years 
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REHABILITATION RESEARCH AND TRAINING 
CENTER IN MENTAL RETARDATION 

UNIVERSITY OF OREGON 



MODIFIED DELPHI INVESTIGATION: NEEDS IDENTIFICATION 



r\\is is Part Two of the modified Delphi Investigation In which 
you have kindly agreed to participate. Once again let us extend our 
sincere thanks to you for agreeing to take the time and effort to 
contribute to our final product. 



Heviaw of Cenex^al Information 

As you recall, the topic of the investigation Is "Developing 
State Priorities for the Developraentally Disabled in Oregon." (The 
Developmentally Disabled are defined, at this time, as the mentally 
retarded, cerebral palsied, and/or epileptic.) 

This investigation has been designed by the Rehabilitation 
Research and Training Center in Mental Retardation, University of 
Oregon, for use by the State of Oregon's Developmental Disabilities 
(DD) Advisory Council. The information collected In this investigation 
will be provided to the DD Advisory Council to aid Council members 
in their attempt to assess the immediate/future needs of the develop- 
mentally disabled throughout the state. 

The investigation seeks to identify the major problems currently 
facing the developmentally disabled in Oregon so that wherever 
possible, programs can be developed or other appropriate actions 
taken to deal with these problems. 



y<?:u' neayoneee to Part One 

In Part One of the study, you were asked to generate two or 
three problem statements in answer to the following question: "What 
do you consider to be the most important problems faced either by 
developmentally disabled individuals you know personally or by most 
developmentally disabled in your particular region of the state?" 
In writing your problem statements, you were asked to utilize the 
following guidelines. 

Each problem-statement phould consist of two separate components: 
(1) an assertion as to " whaiiy " with respect to some general subject 
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m.ii.tor , and (J) an assort ion oT ^Vha i pre! err ed/' with roHpect to 
that same nublect matter. Stated differently, the "vhat is" com- 
pt>nent describes the current state of affairs of the problem situation. 
It should be an assertion of fact (as opposed to a statement of value) 
and should therefore indicate a state of affairs which could be 
checked by other observers. Hie ' what is preferred " component tells 
us hov/ you would prefer that state of affairs to he. It is not a 
statement of fact, but a statement of preference or value > Unlike 
the *'what is*' statement^ the "what is preferred" statemerrt cannot 
be publicly verified as to its truth. 

In response to this request 223 persons from throughout the 
state produced more than 600 problem statements for us to consider. 
These statements have been clustered into 27 "expanded problem 
statements" and are now presented for your further consideration. 
During Part Two of the study, you will be asked to make some judgments 
about these expanded problem statements. 

Although a few of you who agreed to participate in this study 
did not complete Part One, we are asking all of you to participate 
in Part Two. Your task will be to rate each of the expanded problem 
statements with respect to its importance within your community . 
Consider the following example: 

Legal Services for the DP 

W hat Is : There is currently no provision in our 
community for legal counseling that is geared 
especially to the needs of the DD. 

Vhat Is Preferred : I prefer that legal counsel 
capable of representing the needs of the DD be 
available in every court in our community. 

0 1 2 3 4 5 6 7 

Not Slightly Moderately Extremely 

A Important Important Important 

Problem 

If you do not think that the above statements represent a prob- 
lem in your community, then circle "0" on the scale. If you think 
they describe a slightly important problem, then circle "1" on the 
scale. At the other extreme, a rating of "7" would indicate that you 
regard the problem as extremely important in your community. 
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As you rate the 27 expanded problem statements for Importance 
please keep the following guidelines In mind: 

1. Each item is to be rated independently ♦ There is 
no limit on the number of problems you might regard 
as extremely important or slightly important or 
anywhere in between. 

2* You should rate each problem in tarms of its 
importance in your community ♦ 

3» You may not agree with everything that is contained 
in an expanded problem statement* If you agree 
with most of the statement, however, you should 
circle one of the importance ratings (one 
through seven) rather than the "reject'* rating 
(zero) * 



In order that replies may be processed for Part III of the 
study, please return your ratings in the envelope provided by Friday ^ 
February 9^ 197 3 > You may retain these instructions for future 
reference. 

Again, if there are any questions please contact Mr, Kenneth 
Fox at 686-^3591 • 

Your cooperation is sincerely appreciated* 



PLEASE RETAIN THESE INSTRUCTIONS FOR FUTURE REFERENCE, THANK YOU. 



Deadline 




RKHABILITATIOS RESEARCH AND TRAINING 
CENTER IN MEKTAL RETARDATION 

UNIVERSITY OF OREGON 



EXPANDED PROBLEM STATEMENTS 



ID 



.:tiZt^'Jvcnt The :.:^k: Please r^2W ^-^aah cf the following problm 

ctutenents ^jith respect to ita iniportanof? 
to the J I eat i It ti^ ^roup fcr whiah you are 

1 . Pviblic Under St and inland Acceptance of the DP 

Wlia t iBt The public, while often solicitous, does not generally 
understand the developmentally disabled or accept them as full- 
fledged members of the community; rather, it tends to over-emphasize 
their shortcomings and ignore their potential for growth. Worse, the 
fears and misconceptions the public harbors are manifested in exten- 
sive social prejudice against the DD, who, as its victims, suffer 
ridicule, humiliation, and rejection* Families, associates, and 
professionals who deal with the DD are by no means innocent of such 
prejudices , 

What Is Preferred^; I prefer that the public ~ including parents, 
associates, employers, teachers and other service workers — under- 
stand and accept the needs and abilities of the DD, State agencies, 
public schools, and the media might cooperate in programs to teach 
the public ways of helping the DD and to encourage comimanlty inter- 
action with the DD, 

0 12 3 4 5 6 7 

Not Slightly Moderately Extremely 

A Important Important Important 

Problem 



2 • A dequate Income For the DD 

What Is: Income for the disabled, whether from employment, social 
security, or public assistance, is very inadequate. 



100 



^^^^ 



What la Preferred i Income to the disabled should be sufficient for 
them to enjoy life styles that are as normal as possible, 

0 1 2 3 A 5 6 7 

Not Slightly Moderately Extresiely 

A Important Important Important 

Problem 

The remainder of this form has not been reproduced here in order to 
conserve space. 
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KKHABllJTATION RESEARCH AND TRAININC 
CENThR IN MENTAL RETARDATION 



UNIVERSITY OF OREGON 



MODIFIED DELPHI INVESTIGATION: NEED IDENTIFICATION 



FINAL STAGE 



This is the third and final stage of the modified Delphi study 
cv>nrerned with developing state priorities for the developtnentally 
disabled in Oregon. Once again we wish to thank you for your time 
and effort spent on parts one and two of the study. Your participa- 
tion has contributed very significantly to the present development 
of the project. We realise that a study of this nature places con- 
siderable demand on respondents i and this is fiUOther reason why your 
contribution is so greatly appreciated* 

/ury^TiZTu c*' the L'^tud i ^ to Date 

^^rt One of the study you were asked to generate statements 
focusing on the major problems of the developmentally disabled in 
your particular region of the state. These individual statements 
were then clustered and combined into a series of "expanded problem 
statements/' In Part Two you were asked to rate each of the expanded 
problem statements with respect to their importance within your 
community. 

The ratings from Part II were analyzed by combining your respon** 
ses with the responses of other participants representing your region 
of the state. The list of problem statements presented in this 
final quest ionnaire» therefore^ represents those problems judged by 
your regional group as being of greatest importance* During Part 
Three of the study you are asked to make one last judgment about these 
problem statements. 



Your task in Part Three is to reconsider the enclosed 14 
problem statements and to select from this list the seven problem 
statements which you believe to be of greatest importance within 
your community. You are asked to signify your choice by marking the 
appropriate spaces on the enclosed response sheet. 
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When making your selections do not be concerned with ranking 
the statements in any particular order of importance. You are 
simply to check those seven statements which you believe represent 
th«2 most urgent problems facing the developmentally disabled within 
your community* 



In order that replies may be processed as quickly as possible i 
please return the enclosed response sheet in the envelope provided 
by March 9> 1973 > If you have any questions concerning this final 
stage > please contact me at 686-3591. 

In appreciation for your partlcipationt a report summmrlzing 
the results of this study will be made available to you upon request. 
If you wish to receive a copy of the report, please check the appro- 
priate space on the response sheet. 

Again, thank you for your continuing cooperation* 



Deadline 



Kenneth D» Fox 




ERIC 



-92- 



Regional Code No* 



REHABILITATION RESEARCH AND TRAINING 
CENTER IN MENTAL RETARDATION 

UNIVERSITY OF OREGON 



EXPANDED PROBLEM STATEMENTS 



.'taternent of the Taek: Pleaee read all of the following problem 

Btatementa and^ on the enolosed reeponae 
sheet, select the seven statements whiah 
you feel are the most important xHthin 
your community . 

I . Public Understanding and Acceptance of the DP 

What Is : The public, while of ten solicitous, does not generally 
understand the developmentally disabled or accept them as full-^ 
fledged members of the coinmunity; rather, It tends to over-emphasize 
their shortcomings and Ignore their potential for growth. Worse, 
the fears and misconceptions the public harbors are manifested In 
extensive social prejudice against the DD, who, as its victims, 
suffer ridicule, humiliation, and rejection* Families, associates, 
and professionals who deal with the DD are by no means innocent of 
such prejudices. 

What is Preferred ; I prefer that the public — including parents, 
associates^ employers, teachers and other service workers — under- 
stand and accept the needs and abilities of the DD. State agencies, 
public schools, and the media might cooperate in programs to teach 
the public ways of helping the DD and to encourage community inter- 
action with the DD. 



2 , Adec^uate Income for the DD 

What Is ; Income for the disabled, whether from employment, social 
security, or public assistance, is very inadequate. 

W hat Is Preferred ; Income to the disabled should be sufficient for 
them to enjoy life styles that are as normal as possible. 



The remainder of this form has not been reproduced here in order to 
conserve space. 
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ID No* Regional Code No. 1 

REHABILITATION RESEARCH AND TRAINING 
CENTER IN MENTAL RETARDATION 

UNIVERSITY OF OREGON 

PHASE THREE RESPONSE SHEET 

Ins true t ions fo^ Completing the Response Sheet : Please indicate your 

selection of the seven most urgent problems In your community by 
placing a check in the space to the right of each selected item below • 

1. Public Understanding and Acceptance of the DD ^ 

2. Adequate Income for the DD ^ 

3. Training in Living Skills for the DD ^ 

6. Opportunities for the Post-School-Aged DD 

7. Treatment for the Emotionally Disturbed DD 

9. Educational Programs for all DD 

10. Parental Involvement and Acceptance of the DD ^ 

13. Job Training for the DD 

15. Alternate Living Facilities for the DD ^ 

19. Job Opportunities for the DD — _ 

21. Coordination of Services 

22. Special Learning Disabilities ^ , ^ _ 

26. Funding Programs for the DD 

27. Preschool Opportunities for the DD 

Please check the space to the right if you would like to 

receive a cc^>y of the report summarizing the results of 

this study. 



PLEASE DETACH AND RETURN THIS RESPONSE SHEET IN THE ENVELOPE PROVIDED* 
THANK YOU, 
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TWO AtTERNATIVE WAYl> TO IK\'OLVE 
A STATE OP COUNCIL IS DEFINIKG STATEWIDE GOALS AKD 
PRIORITIES FOR DEVELomENTALLY DISABLED CITIEEKS 



to qualify for federal assistance under the Developsental 
Disablllti<?8 Act, each state aust establish an adequately staffed 
state planning and advisory council th^t CAn periodically evaluate 
existing services to developmental ly disabled citizens and prepare 
an annual State Plan for ioproving both the scope and quality of 
theae services. More specifically, the taandate requires that a state 
council annually define a set of goals and priorities for the succee<J- 
ing year and then use these (1) a» a vehicle for influencing others 
who provide services to the developmental ly disabled, (2) as a 
guide for the council's own resource iillocation decisions, and O) 
as a basis for col le- ting evaluative data at the beginning and end 
of that particular ye.vr. 

Vlten a council engages in systesnatic planning for the first 
tlrae, it probably has no prior set of statewide goals and priorities 
or, if it does, that set aay be considered by council inenbers tc be 
essentially inadequate. Described below, therefore, are two alterna- 
tive processes that we think a council can employ to define a new sec 
of goals and priorities. One of these alternatives allows council 
members to generate goal statetaents thesaselves; the second alterna- 
tive provides thes with a base of potential goal statc«Bcnts froa which 
they can select or develop their own set of goals and priorities. 
Tinally, we have included a few brief cocsaents regarding the processes 
that a council might employ to modify or refine Its existing set cf 
goals and priorities in subsequent years. 



Alternative One 



This first alternative set of processes calls for the state 
council to replicate at the state level the exact saae set of saall 
group processes desciibed earlier for use by local DD cojctsittees . As 
indicated in that description, the processes vequire xnputs fross saall 
groups of Individuals — inputs that are identified is st&teas-ents of 
need or rda's consisting of referents or topics, assertions of what is 
with respect to each referent, and conparable assertions of what is 
preferred with respect to each referent. This tine, the inputs are 
addressed to the general question, "What do you consider to be the 
saost important needs of either developfsental.'.y disabled individuals 
you know personally or most dcveloptaentally disabled in our state ?" 
Each small group generates its own set of stateoents of need and then 
processes those statenents for interpersonal understanding and 
acceptance . 




Vh^ raa'« trom all groups are then collated or clustered 
themt iC4atliy » ^nd expanded statements of need are prepared^ presented 
to the total council ^ and checked for understanding! acceptance, and 
4Utorcion. When the complete array of expanded rda*s has been 
processed , members of the council are invited to argue for the rela*- 
tive iiaportaace of particular statements and then to rate and rank 
order in terms of importance the total array of expanded statements 
ot needi 

Other than changing the context of inquiry > therefore , from 
needs cf the developments lly disabled in one region of the state to 
need^ of thi^ developmentally disabled tjir oughout the state , the same 
pri-cesi^es for defining goals and priorities described earlier can also 
be used by a ^tate council* If so, as before, the state council's 
final products will be two: (1) a list of goal statements or expanded 
stitemencs of need, each of which was originally generated by Indl- 
viiujtls, checked on two occasions for group understanding, and then 
t^i^d by Che total membership of the state council for Importance; 
and (2) the subset of goal statements that, after having been rated 
iv isiCBt participants as extremely important, were subsequently 
priw^rtt tared by the entire group. Either or both of these products 
can be Included in the council's annual State Plan; both can be used 
co^ influence others in the state; and either or both of these products, 
chough probably only the highest priority goals, can be used as a 
b^^is tor gathering evaluative data* 



Alternative Two 



This second alternative set of processes assumes that the state 
council has a list of potential goal statements generated by others 
ir. the sCtite from which council members can select and modify the 
particular statements that they want to include in their own set of 

statewide goals and priorities. 

To exemplify, assume that each of ten local DD committees In 
a particular siate has employed the DAP group processes described 
earlier^ and has developed a rank-ordered list of its top ten 'goals 
r .^r the ensuing year • Because many of these 100 Xocally^ef Ined goal 
statements will overlap in content, they can usefully be categorized 
by referents or 'lopics to simplify their presentation to state council 
rieabers. Suppose^ for instance, that the 100 statements cluster 
around twenty-five reasonably distinct content areas or referents; 

tio, they can be most meaningfully presented to state council members 
i: tnev are or;;ani2ed in a booklet in terms of the twenty-five new 
referents, one referent and its related statements of need per page. 

In addition, to give council members a sense at a glance of 
which g:^al statements each local committee generated and of the 
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rtl.rltir^ thev ^Sbl^n^U iv> each goal atatement, a two-dimensional 
tsuiriJi v:an be developed which liBtB th<? iwenty^five new referents 
4nd th^lr 100 aasociati^d goal statements down the left sldts^ each 
: dru r^r t^ts^y reference to the already*-des»cribed booklet of state- 
ia<?-cs, and the ten regions of the Rtate across the top of the matrix. 
jpptv^prUtf*^ th^ rank-order of each statement can then be indicated 
tn« of the matrix* (See Appendix B for a sample display 

data *n such a matrix.) 

A second matrix that may be useful for a state council to 
h^ve durtuj?, its deliberation on statewide goals and priorities relates 

:ventv-ttve new referents to the sixteen service areas usually 
Identified tn discussions and legislation relevant to the develop- 
2t^v-:t4llv disabled. Referents can be arrayed down its side, the sixteen 
i^ervlce dreas can be listed across its top» and checks or '*x^s*' can 
i-e used co indicate which referents or goal statements speak to which 
^vrv ic« ireas . 

uiven ell this information — the bookJet of goal statements 
cri:.nuzed tn terms of twenty-fiv« referents, the matrix of regional 
yr verities* and the matrix of regional goals related to service 
ar^ai* — state council members can then be asked (1) to focus on the 
:vier.:v-t :ve referents , (2) to argue for their relative importance, 
a::d t^^ Identify by a rating or ranking procedure the ten most 
critical of those twenty-five referents. Naturally, the local goal 
statessents related to each referent help to "unpack" it, but council 
r:^::i^ers should be urged to rank-order the referents in terms of their 
;:ierteral concent rather than in terms of specific assertions incorporated 
;n iny cr.e of the related goal statements. In effect, therefore, 
c^rc;! tsenbers can be asked to select from the list of twenty-five 
rezerents those ten referents that they think are most worthy of 
r^>;r.g developed into state goals • Any number of processes can be 
^^^c: : r instance, all twenty-five referents can be rated, a "score" 
i^'-vlcped for each, and the top ten scores identified, or partici- 
pate i car. be asked to select five of twenty-five referents and 
r re^ue'*cv-<-t -selection scores can be used to identify the top ten 
rt?ferenrs; .^r successive rounds of rating or ranking for importance 
gradually reduce the list from twenty-five to ten referents* 

Hw^wever handled, once the top ten referents have been identl- 
: ;ec, the s:embers of the state council can be divided into ten small 
grjwp5. Each group can be assigned one of the ten referents and 
z-^.xTiii^c to ievalop, from the one or more regional goal statements 
ri?:a:«c to that referenc and reported in the booklet, a single expanded 
>:i:e2tent of need that best describes the specific state need or goal, 
> d.mg, council members may or may not want to revise slightly 
fie -ri^iral rer^srent, but they most assuredly will want to pick 
s.<:e:t:vt:v from the assertions of "what is" and "what is preferred" 
: u-tc :r. the bookler of local f,:>al statements* Eventually, each 
sr.^:: ^roup sh^-uld be able to prepare an entirely new state-oriented , 
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t^xpanded statement of need> one that takes Its cuas from the state-* 
mentfi generated by loci^^ groups and includes a referent and comparable 
assertions in paragraph form of *'what is^' and ''what is preferred/' 

Assuming that each subgroup has prepared its particular goal 
statement in reproducible form — on acetates, with carbon copies, 
or on ditto masters — the ten new expanded goal statements can be 
presented to the total state council. As before in the local groups, 
these new expanded statements of need should then be processed for 
interpersonal understanding and acceptance as well as for distortion 
of the original statements provided by the local groups* 

Finally, when all ten goal statements have been processed, 
exercises similar to those described earlier can be employed by the 
state council to rate and/or rank-order the list of ten goals, re- 
sulting eventually in a set of state priorities for the ensuing year. 
The product of this second alternative, therefore, is essentially 
the same as that of the first alternative. The second assumes, 
however, that the state council will build on Inputs from local 
committees; the first assumes that the council either cannot obtain 
or does not want to consider those local inputs. 



Modifying or Refining an Existing Set of Statewide Goals and Priorities 

Once a state council has identified its initial set of goals 
and priorities in the form of a referent and comparable statements 
of "what is" and *Vhat is preferred,** it has taken a long step toward 
evaluating achievement of those goals. As explained in some detail 
in the next section of this report, the council's immediate task is 
to gather baseline data on the current state of each goal, so that 
when follow-up data are gathered at the end of the year on the same 
goals, council members can determine the extent to which progress has 
in fact been made toward their achievement. 

Thus, each year, council members can modify and/or add to last 
year's goals and priorities on the basis of (1) evaluative data about 
achievement oi last year's goals and (2) another round of inputs from 
local DD committees. One way to do this would be simply to replicate 
the processes employed the first year to define goals and priorities. 
As an alternative, those original processes can be adjusted In such 
a way that (1) a prior year's goals can be carried forward — but 
with evaluative data available about each — (2) new goals can be 
added, and O) the total list of both new and old goals can be reduced 
systematically to a set of five or seven or ten highest priority goals. 
Clearly, the specific processes designed each year to modify a state 
council's set of goals and priorities will have to depend largely on 
its success in achieving last year's goals, the availability of inputs 
from local committees, and the decision of council members to build 
upon the past or to start Iresh each year. 
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ROLE OF TliE STATE DEVELOPMENTAL DISABILITIES 
COUNCIL IK EVALUATING ACHIEVEMENT 
OF ITS GOALS 



Background and Context 



The evaluation strategy developed In this project for use by 
state developmental disabilities councils assumes that planning and 
evaluation are Inseparable components of a cyclical process. Planning 
lays the foundation for evaluation by specifying the goals and objec*- 
tives that must be measured » Evaluation influences subsequent plan- 
ning efforts by documenting the extent to which goals and objectives 
have been achieved* 

A critical requirement of this evaluation strategy is that a 
need be defined as the discrepancy between an existing state of affairs 
and a desired state of affairs. This definition of a need leads to 
a stylized method of stating goals, whereby each goal consists of 
three components: a referent indicating the subject matter of the 
goal; a designativc statement indicating the current state of affairs 
with respect to that referent; and an appraisive statement indicating 
the desired state of affairs. 

Once goal statements have been formulated in this fashion, 
evaluation can be construed as a three-step process occurring over 
an extended period of time: (1) ascertaining the accuracy of the 
designative statement for each goal shortly after the goal has been 
adopted, and using this information for a baseline evaluation report; 
(2) ascertaining any progress with respect to the designative state- 
ment after the passage of a period of time; and (3) examining the 
remaining discrepancy between the actual and preferred state of 
affairs* Results from steps two and three can be utilized in a 
follow-up evaluation report. 



The development of a baseline evaluation report begins with a 
careful examination of a state council's established goals and priori- 
ties. The designative component of each goal statement must be 
empirically examined in order to ascertain its truth or falsity. 
Any of three possible conclusions may result from the initial inquiry: 
(1) Available data are fully adequate to confirm the designative 
component of the goal statement; (2) Available data are not fully 
adequate; or (3) No data available are rele'^ant to the goal statement. 



Implementation of the Strategy 
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When adequate data are available, it Is possible, of course, 
to verify immediately the deBlgnative component of a given goal 
statement. When no relevant data are available. It la necessary to 
design and implement a strategy for collecting such data before the 
designative statement can be verified. When available data are only 
partially adequate , a decision must be m^ade whether to use these 
available data or to generate additional data as well. 

Once the status of the designative component of a ;;lven goal 
has been confirmed, it is then possible to examine the discrepancy 
between the actual and preferred state of affairs « An assessment 
of this discrepancy const^^tutes the core of a baseline evaluation 
report. This Initial report serves two purposes: (1) It provides 
an empirical foundation for encouraging agencies and programs to 
attend to particular unmet needs of development ally disabled people; 
and (2) It provides a benchmark against which to measure future pro- 
gress with respecL to each adopted goal. Figure 1 presents a flow* 
chart of the procedures that have just been discussed for verifying 
the designative component of a goal statement and assessing discre- 
pancies between the actual and preferred state of affairs* 

Prior to submitting Its next annual plan, a state council 
should prepare a follow-^up evaluation report assessing progress with 
respect to each previously adopted goal. Preparation for this report, 
however, should begin Immediately following completion of the base-- 
line report. 

One of the products of the baseline report will be an awareness 
of certain inadequacies In the data that have been collected* Such 
awareness should serve to stimulate the designing of Improved data 
collection procedures prior to conducting the follow-up evaluation. 
It may be necessary to establish one or more task forces to Investi- 
gate a variety of data collection alternatives. 

Once the data collection strategies have been determined and 
sufficient time has elapsed for progress to occur, follow-up data 
should be collected concerning the designative component of each goal. 
Examination of this follow-up data in juxtaposition with comparable 
baseline data will permit an evaluation of whether or not progress 
has been made with respect to each adopted goal. Further examination 
of the discrepancy between the new actual state of affairs and the 
preferred state of affairs will also provide an evaluation of the 
progress that still remains to be achieved. The follow-up evaluation report 
should then be used to Influence the state developmental disabilities 
council as it determines its goals and priorities for the next year. 
A flowchart summarizing these procedures for follow-up evaluation can 
be found in Figure 2. 
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Existing DaU Base: 
.Prev«lenci» Estimtes 
.Goieral Surveys 
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System 



State W Council Goal 

and Priority Settinj; Process 



Match: Identify 
D^ta Available 
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•Wiat Is*' Of Each 
DD Council Goal 



No Data 
Available 



Goals and Priorities 
of State DD Comcil 



Son» Dftta— But 
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Adequate to 
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Each DD Council 
Goal 



Data Adequate To 
Confirm Polly The 
••What Is** Statement 
Of A Goal 



Oetemlne Mhat 
Data Are Needed 
But Not Available 



Generate 
New Data 



Decision 



Use Data 
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Design Data 
Gathering 
Technique 



Is The "What Is" Statement 
Oanflimed By The Dita? (If 
the Dbta Show a Different 
"What Is" re. A Goal, Revise 
StatemenfT) 



Collect and 
Analyze Dbta 




I "Mut Is" - 'Iftiat Is Preferrwi" 
I Discrepancy Does Not Exist 



"WMt Is" - "What 1$ Preferred" 
Discrepancy Does Exist 



Evaluation Report on Status 
Regarding Each Goal 



FIGURE 1 

Flowchart of BASELINE Evaluation 

^ 
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Design Data Gathering 
Technique For 
Follow-Up Evaluation 






Collect a 
Data Cone 
"V^Tiat Is" 


nd Analyze 
eming 
Statement 



Baseline Data 
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"What Is" Statement 



;> |EVALUATI 0 fTl ^ 



No Progress 
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Progress 
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"What Is"- -"What Is Preferred" 
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"What Is"- -"What Is Preferred" 
Discrepancy Does >Jot Exist 



Evaluation Report on Status 
Regarding Each Goal 



State DD Council Goal 

and Priority Setting Process 



Figure 2 

Flowchart of Follow-Up Evaluation 
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Although it is clear that the processes of planning and evalua- 
tion are cyclical in nature, the length of an individual cycle may 
be somewhat arbitrary • A developmental disabilities council will 
probably follow a one-year cycle since the law requires that state 
plans be evaluated and revised on an annual basis. 

Figure 3 portrays the major events in such a cycle over a two 
year period. As can be seen from this flow chart, a separate activity 
of baseline evaluation is required only for new goals that emerge 
during the goal setting process* When an old goal is readopted for 
a subsequent year, follow-up information from the previous year can 
sorve as baseline data against which to measure any progress that 
may be revealed from follow-up information collected during the sub- 
sequent year^ 



The flow charts and accompanying discussion just presented 
can be used in an introductory lecture to council members on this 
strategy for evaluation, provided they have been previously introduced 
to the planning concepts which constitute a foundation for the cycle • 
In addition to a formal lecture, however, it may be useful to provide 
council members with a more experiential frame of reference for 
understanding the issues and complexities of the evaluation process. 
Toward this end> a number of simulation exercises have been developed. 

In addition to providing an opportunity for experiencing the 
evaluation process vicariously, the simulation exercises were designed 
to stress especially the following points: (1) Baseline data should 
be gathered soon after adoption of a set of goals; (2) Careful 
evaluation of adopted goals will influence goal setting procedures 
in subsequent years; (3) The identification and gathering of high 
quality data for evaluation is partially the responsibility of council 
members; and (4) Different types of goals require different kinds 
of evaluative data. 

In order to illustrate this fourth point, three simulation 
exercises were developed, each requiring a different kind of data. 
The first exercise illustrates a goal in which agencies providing 
services are the appropriate ''subjects" for data collection. The 
second exercise illustrates a goal in which the clients receiving 
services are the appropriate subjects. The third exercise illustrates 
a goal in which people other than clients are the appropriate sub- 
jects. Examining these three exercises together illustrates the 
point that no single data collection format will be suitable for 
evaluating all types of goals. 



Some Simulation Exercises 
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Figure 3 
Timeline For Evaluation Cycle 
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Timeline For Evaluation Cycle 
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The thriie exercises refer to goals of high priority to the 
Oregon Developmental DlBabilities Council in order to maximize the 
beilevability and relevance of the exercises and, hopefully, the 
lessons to be learned from them. With this in mind, the exercises 
are presented here only as examples » Others wishing to engage in 
similar activities should probably devise their own exercises in 
order to ensure that the material will be attractive to their own 
council members. 

The following exercises presented to Oregon Council members 
make reference to a File of Background Data and to Charts I, II, and 
111. The charts are reproductions of Figures One, Two, and Three 
presented above. The File of Background Data contained Oregon's 1973 
State Plan, some data collection forms that are being proposed for 
i^^ption In Oregon, and a contrived memorandum providing data with 
respect to one of the exercises. The File has not been reproduced 
here because of space limitations. 



Exercise One 



The highest priority goal established by the Oregon DD Council 
last year was not phrased as a goal referent, statement of "what is" 
and a comparable statement of "what is preferred." However, It was 
relatively easy to translate that goal into this format • 

GOAL REFERENT: Fixed Point of Referral Services 

GOAL STATEMENT; 

W hat is ; There are no centrally located agencies in the 

state fixed point of referral centers — that 
are designed (1) to help the developmentally 
disabled and their families get to and make use 
of existing services, (2) to provide information 
to developmentally disabled people and the gen^ 
eral public, and (3) to maintain a central regis- 
try of developmentally disabled people and the 
services available to them. 



What is 
preferred ; 



We prefer that centers able to meet the above 
needs fixed point of referral centers — be 
established throughout the State of Oregon. 



Task H : Given the above goal statement, the File of Background Data, 
and Charts I, II, and III, attempt to determine: 
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Taak #2: 



Task #3: 



Task #4: 



a. the "What Is" state of the goal at the time of 
its adoption; 

b. the current "What la" state of the goal; and 

c. the specific data, if any, that may still be 
needed for an adequate evaluation of movement 
during the past year toward achievement of the 
goal. 

Prepare a brief evaluation report on the status of the goal 
today for presentation at tomorrow's State DD Council meet- 
ing when goals and priorities will be set for next year. 

Assume that during the State DD Council session you are 
asked to prepare for presentation after lunch a revised 
statement of a Fixed Point of Referral goal for Council 
consideration as a high priority goal next year. Prepare 
the statement as you would submit it to the afternoon 
Council session. 

Assume that two weeks have elapsed since the State DD 
Council met and established Its goals and priorities and 
that you are now involved in a DD Council Executive 
Committee meeting called to ensure that adequate baseline 
data are established for each high priority goal. In 
addition, assume that the goal statement you prepared in 
Task #3 continues to be one of the state's high priority 
goals. 

Given the revised goal statement, the File of Background 
Data, and Charts I, II, and III, prepare a directive to 
the staff of the State DD Council Indicating the specific 
kinds and sources of baseline data that should be collected 
with respect to this goal. 
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One great concern expreased by those who help developmentally 
diaablad people is their need for alternative living facilities. 
Therefore* it seems plausible that the following goal would be 
adopted as a high priority of the State DD Council for next year, 

GOAL REFERENT: Alternative Living Facilities 

GOAL STATEMENT: 



Task: 



What ia; Alternative living arrangements for developmentally 
disabled people are extremely limited. Specifically, 
there is a lack of group homes, foster homes, 
halfway houses, and other nonlnstltutional living 
facilities to provide care and independent living 
opportunities. Existing facilities are often 
inconveniently located, are not prepared to deal 
with certain disabilities (such as emotional dis- 
turbances or multiple handicaps), and usually do 
not provide regular social and educational activi- 
ties. In addition, their supervisors are often 
poorly trained and badly paid. 

What is 

preferred ; We prefer that a variety of nonlnstltutional, 

homelike living arrangements be available so that 
developmentally disabled people can live as inde- 
pendently and actively as possible. We also prefer 
that these facilities be centrally located and 
integrated with community educational, vocational, 
recreational, and transportation services. Finally, 
we prefer that adequate pay be p>*ovlded for well- 
trained and certified individuals to supervise 
these facilities. 

Assume that two weeks have elapsed since the State DD Council 
met and established this as one of its high priority goals. 
You arc now involved in a DD Council Executive Committee meeting 
called to ensure that adequate baseline data are established 
for each high priority goal. 

Given the goal statement, the File of Background Data, and 
Charts I, II, and III, prepare a directive to the staff of the 
State DD Council indicating the specific sources of baseline 
data that should be collected with respect to this gofi^l. 
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Dcercis^ Three 



Great concern has be«n voiced about the attitudes of the 
public with respect to developtaentally disabled people* Therefore^ 
it seems plausible that the following goal would be adopted as a high 
priority cf the State DD Council for next year. 



GOAL REFERENT: 



Attitudes of Others Toward the DD 



GOAL STATEMENT; 



What is ; The general public tends to devalue and discrimin- 
ate against persona with developmental disabili- 
ties. It is often uninformed and apathetic about 
the problema of handicapped groups* For example » 
there are a number of myths and misconceptions 
about epileptics, often the result of a lack of 
understanding and knowledge about the diaabilityi 
moreover^ the noticeably physically handicapped 
are often rejected simply on the basis of their 
disabilities* 



What is 
preferred : 



Task: 



Ve prefer that in an effort to increase public 
understanding there be tsvore dissemination of 
information about the capabilities aa well as 
the limitations of developaentally disabled 
people.** that handicapped persons be evaluated 
on their own merits, regardless of their particular 
disability. • . and that widespread myths and mis* 
conceptions — particularly with respect to 
epilepsy --^ be dispelled by public education in 
an effort to increase public understanding and 
acceptance. 



Assume that two weeks have elapsed since the State DD Council 
met and established this as one of its high priority goals. 
You are now involved in a DD Council Executive Committee meet- 
ing called to ensure that adequate baseline data are established 
for each high priority goal. 

Given the goal statement ^ the File of Background Data, and 
Charts I, II, and III, prepare n directive to the staff cf 
the State DD Council indicating uhe specific kinds and sources 
of baseline data that should be collected with respect to this 
goal . 
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Appendix A 



l« Developmental Disabilities Planning 
and Advisory Council Membership 

2, State Council September Workshop Agenda 

3« State Council April Workshop Agenda 
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Ocvtlcpmental Di«abl 
Advisory Counc 

Ccr.suia«r Repr«J5^ncatlve 
C^«gcn Asi^oc iacion for 

Retard€<l Children 
Klamach Fails, Oregon 

Aili^cn &€lcher 
CcTisumer Representative 
Fcrtlaad» Oregon 

l&^rtcn Srcvn 
Ccn4»v«er Representative 
Pacific K4>rthveat Bell 
Pert land, Oregon 

Zjine Campbell* 
Consumer Representative 
Wrk. I;:Kiustrtes» Inc. 
Fcrilanid, Oregon 

Scrman Crawford 
Consumer Representative 
^riicc Cerebral Palsy of 
Ore gen 

r-ar^ld Fredericks, Ph.D. 
hvg.ner Skiucation 
reaching Division^ Oregon 

College of Education 
Honmouth, Oregon 

.\ndrev Halpern, Ph.D. 
Higher Education 
Re^abilitacion Research and 

Training Center in Mental 

Retardation 
Vniversitv ci Oregon 
Eugene, Oregon 



ities Planning and 
1 Membership 



Tom Higley 

Consumer Representative 
Oregon Association for 

Retarded Children 
Pendleton » Oregon 

Jeffrey Johnston 
Consumer Representative 
Portland > Oregon 

Linda Klever 
Consumer Representative 
United Cerebral Palsy 
Salem » Oregon 

David D. Kullowat!R> D. X>. 
Consumer Representative 
Oregon Association for 

Retarded Children 
Salem, Oregon 

William Lovther 
Provider Representative 
Public Assistance Division 
Salem, Oregon 

David MacFarlane, M» Dt 
Provider Representative 
University of Oregon Medical 

School 
Portland, Oregon 

Richard J^ Mathevson» D.D.S* 
Consumer Representative 
United Cerebral Palsy Association 
Portland, Oregon 



«Heciber, Executive Committee 
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Jerry McGee, Ph.D.* 
Consumer Representative 
Oregon Association for 

Retarded Children 
Salem, Oregon 

Richard S. Mitchell, Ph.D.* 
Consumer Representative 
United Cerebral Palsy Association 
Portland* Oregon 

Dean Or ton 

Provider Representative 
Children's Services Division 
Salem, Oregon 

Rhesa Penn, H.D. 
Provider Representative 
Department of Human Resources, 

Health Division 
Portlaiia, Oregon 

James Pomeroy, M*D.* 
Provider Representative 
Mental Retardation Services 
Salem, Oregon 

Ray Roths trom 
Provider Representative 
Oregon Board of Education 
Salem, Oregon 

Robert Schwarz, Ph.D. 
Provider Representative 
Center on Human Development 
University of Oregon 
Eugene, Oregon 

Norman Silver 

Provider Representative 

Department of Human Resources, 

Vocational Rehabilitation 

Division 
Salem, Oregon 



Bette Stokes* 
Consumer Representative 
Epilepsy League of Oregon 
Portland, Oregon 

Haasel Warren* 

Provider Representative 

Comprehensive Health Planning 

Association for Portland 

Metropolitan Area 
Portland, Oregon 

James M* Watson, M.D.* 
Consumer Representative 
Epilepsy League of Oregon 
Portland, Oregon 

Helen White 

Consxmer Representative 
Comprehensive Health Planning 

Agency 
Coos Bay, Oregon 



Health Planning Staff 



David Porter 
DD Planner 

Office of Comprehensive Health 

Planning 
Salem, Oregon 

Ruth Russell 
DD Planner 

Office of Comprehensive Health 

Planning 
Salem, Oregon 



*Member» Executive Committee 
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state Council September Workshop Agenda 



* Introductory comments 

* What Is planning and what is evaluation? 

* Review of v^urrent data available to state 
council and its staff 

* Lunch 

Presentation and discussion of a strategy 
for generating state goals and priorities 



* Initial generation by the council of some 
potential state goals 

^ Lunch 

Establish potential state priorities from 
among the generated goals 



Thursday > September lA 



Registration and warmup 



Friday, September 1 5 



Saturday » September 16 
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State Council April Workshop Agenda 



Friday, April 13 

^ Lunch 

^ Executive committee evaluation simulation 
exercise 



Saturday, April 14 

• Registration 

^ General review of the planning and evaluation 

project 

^ Presentation and discussion of the results 
from the local workshops and survey goal-* 
generating activities 

* Lunch 

^ Establish state goals and priorities for the 
1973 state plan 
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Materials Developed to Assist the State 
Council In Their Needs Assessment and Goal 
Setting Activities: 

a* A Summary of Goal Referents » Goal 
Statements » Procedures, Groups » and 
Group Priorities 

b. A Master List of Top Priority Goal 
Referents and Related Goal Statements 
Relevant to Oregon's Developmentally 
Disabled 

A Complete List of the Eleven Expanded Problem 
Statements Adopted by the Oregon State Council 
for Use In the State Plan 
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A Master List of Top Priority 
Goal Referents and Related €oal Statements 
Relevant to Oregon's Developmi&ntally Disabled 



1.0 Attitudes of the DP Toward Thesiselves 

What is : Many DD individuals poorly understand their handi-- 
cap, often believing that, because of it| they cannot roarry, 
hold a job, or participate in normal social activities* 
Many also feel stigmatized and therefore attempt to keep 
their condition a secret. 

What is preferred ; We prefer that each DD individual be 
helped to understand both his disorder and his unique abili- 
ties, that he openly admit his condition, and that he seek 
assistance* 

2 . 0 Attitudes of the General Public Toward the DD 

2.1 What is : The public, while often solicitous, does not gen- 
erally understand the developmentally disabled "r accept 
them as full-fledged members of the community; rather, it 
tends to overemphasize their shortcomings and ignore their 
potential for growth* Worse, the fears and misconceptions 
the public harbors are manifested in extensive social pre- 
judice against the DD, who, as its victims, suffer ridicule, 
humiliation, and rejection. Families, associates, and pro- 
fessionals who deal with the DD are by no means innocent of 
such prejudices. 

What i s preferred : We prefer that the public — including 
parents, associates, employ/»rs, teachers and other service 
workers understand and accept the needs and abilities of 
the DD. State agencies, public schools, and the media might 
cooperate in programs to teach the public ways of helping 
the DD and to encourage community interaction with the DD. 

2.2 VJhat is : The general public tends to devalue and discrimin- 
ate against persons with developmental disabilities. It is 
often uninformed and apathetic about the problems of handi- 
capped groups. For example, there are a number of myths and 
misconceptions about epileptics, often the result of a lack 
of understanding and knowledge about the disability; more- 
over, the noticeably physically handicapped are often rejected 
simply on the basis of their disabilities. 

What is preferred ! We prefer that in an effort to increase 
public understanding there be more dissemination of 

us 
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information about the capabilities as \*ell as the limitations 
oT the DD • • • that handicapped persons be evaluated on their 
own merits^ regardless of their particular disability ♦ . • 
and that widespread myths and misconceptions of the DD — 
particularly with respect to epilepsy — be dispelled by 
public education in an effort to increase public understanding 
and acceptance. 

3»0 Attitude of Employers Toward the DP 

^•1 What is : Many employers are reluctant to hire tne DD^ As a 
result, for example, epileptics find they need to conceal 
their disability during job interviews* 

What is preferred : We prefer that there be equal opportunity 
— no discrimination— for the DD in appropriate areas of the 
job market • . • that disclosure of an epileptic's disability 
not prejudice his employment opportunities, 

4,0 Attitudes of Insurance Companies Toward the DD 

^•1 What is : Insurance companies often discriminate against the 
DD, either by simply refusing them coverage or by charging 
high premiums for limited coverage* 

What is preferred : We prefer that insurance be regulated so 
as to be available to all qualified DD individuals, and at 
reasonable rates • 

5.0 Personal Rights of the DD 

5.1 What is : The rights and wishes of the DD who live in group 
or nursing homes are not always protected* Unscrupulous 
home operators may exploit them, for example, by using or 
withholding their personal allowances, controlling their 
medication, or keeping them in a home against their will* 

9 

What is preferred : We prefer that DD clients be protected 
against exploitation by care providers. Where a patient is 
unable to determine his rights, protection should be provided 
-^caseworkers could be given more power to protect their 
clients, for example, 

6,0 Architectural Barriers to the DD 

^•1 What is : The majority of public and private buildings, 

including low cost housing, are physically inaccessible to 
the physically handicapped. Legislation relevant to this 
now applies only to new, state-owned buildings. 
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What Is preferred : We prefer that all buildings » Including 
low cost housing, be designed for easy entrance, exit, and 
usability by the physically handicapped . . , furthennore, 
that legislative and funding constraints be enacted to make 
all facilities accessible to the physically handicapped. 

^•2 WhatJLs; Architectural barriers, such as stairways without 
ramps or doorways too narrow for wheelchairs, restrict the 
mobility and thus the independence of the DD. Even new or 
remodeled buildings are constructed without consideration 
for the disabled. 

What is preferred ; We prefer that the needs of the DD be 
considered in the design of major public buildings. Special 
safety and convenience featur>s, such as ramps and elevators, 
should be provided wherever possible so that disabled can 
use these buildings. 

7.0 Funds for Providing Services for the DD 

^•^ is ; Funds for the provision of services to the DD are 

generally inadequate. This is sometimes because the DD are 
low on the priority list for available money. In other in- 
stances, money allocated for the DD is deposited in an 
agency's general func* and then spent for other purposes. 
The mechanisms for funding programs are also frequently 
clumsy and ineffective. For example, one agency may need 
to apply to numerous sources in order to get sufficient funds 
for a single program. Moreover, money that is awarded often 
carries inappropriate restrictions concerning the types of 
DD people that are eligible, and frequently the announcement 
of awards comes too late for effective planning. 

What is preferred ; We prefer that more local, state, and 
federal funds be made available for Increasing and improving 
programs for the DD; that specially designated funds for the 
DD be used only for their intended purposes; that consistent 
methods of appropriating funds be developed, with as few 
restrictions as possible on the types of DD persons eligible; 
and "hat grant awards be announced far enough in advance for 
effective '•lanning and implementation. 

^••^ H^LSL_iS,! There is a lack of public money for implementing 
programs and services. Prior legislatures did not always 
give high priority to the problems of the DD. The lack of 
I'unds prevent some DD from obtaining adequate medication and 
equipment . 
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Wtiat is preferred ; We prefer that there be sufficient funds 
to impleinent programs • ♦ • that the next legislature be more 
sympathetic to the financial needs of the DD * * « that there 
be adequate funds to modify or ameliorate medical and equip- 
ment needs of the DD, e»gtt a medication/equipment bank 
especially for developmentally disabled individuals, 

^•3 What is t Some regions do not receive their fair share 

based on need and population ~ of Oregon's state and local 
funds for the DD* For example^ only two of fifteen grant 
proposals submitted from Central Oregon during the past 
three years have been funded • 

Wh at is preferred : We prefer chat funds for the DD from 
state and federal sources be moye fairly allocated on the 
basis of population and need in each area of the state. 

8»0 Basic Research Relevant to the DD 

8»1 What is ; Knowledge of the functions of the brain (both gen- 
eral and specific) is extremely limited* 

What is preferred : We prefer that basic research into the 
functions of the brain be accelerated » and that such research 
ultimately provide information useful in diagnosing and 
treating specific brain disorders • 

9.0 Knowledge and Training of Physicians Who Serve the DP 

9*1 What is : Many physicians are not well informed about :!ie 

diagnosis and treatment of developmental disabilities (espec- 
ially seizure disorders)*. Moreover, they are usually not 
trained to counsel DD patients about the psychosocial aspects 
of their disorders. 

Wliat is preferred : We prefer that physicians be well in- 
formed and skilled in the diagnosis and treatment of develop- 
mental disorders and in the counseling and DD patients. 

10.0 Knowledge and Training ot Non-Physicians Who Serve the DD 

10.1 What is : Those who serve the DD often lack the knowledge, 
understanding » and training to meet the needs of the DD* 
For example 9 many teachers and administrators have had insuff- 
icient exposure (in university courses or in practicums) to 
the methods and purposes of special education; teachers often 
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di^ not understand problems in emotional or physical develop- 
ment; administrators frequently lack interest; and many care 
providers do not have the training to provide stimulating 
home environments. 

What is preferred : We prefer that DD persons be se* /ed by 
knowledgeable^ understanding people who are aware of the 
needs of the DD and who have the desire and skills to meet 
these needs* There should be cooperative programs (between 
agencies and universities, for example) to educate service 
workers about the DD, and to encourage them to take an intern- 
es t in the problems of the DD, and to give them training in 
recognizing and alleviating problems • 



•0 Identification of the DP 

11.1 What is ; There is currently little or no effort directed 
toward the early identification of persons with DD, l»e», 
from birth to age one* Moreover, many of the DD who reside 
in Oregon are unknown to service agencies and, therefore, 
receive no services* In addition, there is no one agency 
charged with the responsibility of identifying and maintain- 
ing an updated roster of all the DD in each county* 

What is preferred ; We prefer that a greater effort be directed 
toward early identification of the DD . • * that steps 
be taken to identify the DD in Oregon . . . and that one 
agency be charged with the responsibility for maintaining 
a current roster indicating the number and location of po'- 
tential DD clients* 

^^•2 Wtiat is ; In this community, there is little coordinated and 
responsible effort to screen and identify the DD. Some DD 
are identified only when they come in contact with public 
agencies; thus, they sometimes go undetected too long, par- 
ticularly children who need very early treatment* Children are 
usually not screened at school entrance, and there is no 
routine screening of under-achievers by public school teachers* 

Wliat is preferred ; WE prefer that there be greater effort 
to identify /»nd locate the DD who do not now receive service; 
that emphasis be on identifying the preschool DD population; 
that there be routine testing of potential MRs in the early 
school years; that efforts be continued to identify the 
post-school-aged DD; and, that service providers, such as 
teachers, be better prepared to recognize early problems. 




12.0 DlaRno BlB and Kvaluj^JL^.yg,^^^ fo^ the D P 

^^•1 Wliat Is ; There la currently no diagnostic clinic or 

research center for the developmentally disabled in our 
region. 

What 1b preferred ; We prefer that a comprehensive diag- 
nostic clinic possibly combined with a research center 

be established in a location convenient to our region 
and that diagnosis attend to the emotional > mental, social 
and physical needs of the developmentally disabled, 

12-2 Whatsis: There are currently no adequate testing programs 
in our region for evaluating the abilities and talents of 
the DD — pre-school abilities , vocational skills, mental 
aptitude, and so forth* 

What IS preferred ; We prefer that a comprehensive testing 
program be developed to diagnose and evaluate all facets of 
a developmentally disabled individual's abilities and 
skills, 

12*3 What is ; There is a lack of adequate diagnostic and 

evaluation services for all age-^groups of the DD In our 
community. Wliet;^ services are available, insufficient 
resources (particularly the shortage of trained and 
experienced professionals) limit the frequency, compre-- 
hensiveness, and usefulness of the service. For example, 
client plans must often be formulated from records too 
old and vague to be of direct value; good evaluation 
Instruments are lacking; and Important client decisions 
are often made without corroborating evidence. 

What is preferred ; We prefer that adequate and compre- 
hensive diagnostic and evaluation services be regularly 
and frequently available to all DD in this community; 
that these services be provided by trained and competent 
personnel; that particular emphasis be directed toward the 
differential diagnosis of the preschool DD population; 
that more effective evaluation and assessment Instruments 
be developed; and that data from such Instruments be 
corroborated by other available evidence, especially 
first-hand observation of the clients involved. 
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13*0 Coordinating of Services for the DP 

13.1 What is ; There is a general lack of coordination of 
services to the DD. For example, there is often no 
follow-through on referrals, with the result that t5any 
D0 siajply get lost "between the cracks." 

Vihat is preferred ; We prefer that a specialised agency 
be created to provide comprehensive coordination of the 
medical, educational, vocational, and other services 
available to the DD in our region. 

13.2 What is ; There is no central source of infonaation on 
available services for the DD, their parents, and providers 
of services to the DD; as a result, agencies sotoetiaes 
duplicate services or are unaware of each other ^s 
activities. 

What is preferred ; We prefer that a central information 
source be made available to the DD, the parents of DD, 

and those agencies presently providing • >rvices to the DD. 

13.3 What is ; No fixed-point referral is provided; follow- 
along of the DD is not regular and consistent; some 
agencies retain clients unnecessarily when they could 
be better served by another agency; some services are 
duplicated by many agencies while other services reniain 
unavailable. 

What is preferred ; We prefer that there be one central 
agency responsible fcr coordinating services to the DD . . . 
and that this agency be client-oriented to provide 
adequate follow-along for the DD, 

13.^ What is ; It is very difficult to coordinate care for the 
DD. For example, there is no fixed person or agency in 
our coimaunity to act as a referral point for thea and 
their families. Without such a service (as things now 
stand) , many do not receive all of the services for which 
they are eligible. Existing programs frequently suffer 
from lack of coordination and cocnunication axoong service 
agencies and professionals, resulting in fragmented or 
overlapping delivery of services. Lack of coordination 
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also makes it difficvilt to plan and provide for a Xlfe- 
tiJi« continuity of services. 

What is preferred ; We prefer that a fixed person or 
agency be designated in our conaaunity to help DD clients 
anc* their families obtain ail the services they need 
throughout their lives. In addition, we prefer that coor- 
dination be improved among agencies serving DD. 

U.C Local Availability of Services for the DD 

Wttat ia t Most treatment for the DD means removal from 
the community — thsit is, it means having to travel 
somewhere. For instance, there is no physical rehabili'- 
tation center in the area and transportation is not only 
necessary, but often a problem and an expense. 

What is preferred ; We prefer that there be local treat- 
ment centers in the region; for example, that there be 
a physical rehabilitation center in our region with 
adequately trained staff and a sufficient number of 
resident personnel, 

^at is ; Special services and facilities for the DD arc 
extremely Itmitfed in our c( -rounity. The alternative of 
traveling to other communities (sometimes at considerable 
distances) is expensive and time consuming (especially 
when emergency services are needed), and removes the 
individual from family and friends* Furthermore, communi- 
cation at long distance is frequently Ineffective. For 
example, agency personnel in distant connunltles sometimes 
make decisions about DD individuals without really 
understanding local conditions and needs. Distance also 
makes obtaining necessary treatment information and 
records oore difficult. 

What is preferred ; We prefer that a wide range of services 
be available regionally — where possible, within our 
community. When travel to distant communities is still 
necessary, more effective communication should be 
established between those facilities and tha people 
they serve in our communities. 
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lb .0 Tra_Q»]^or ttjit to n S^rvicyH for the PI) 

W^^t U : There is inadequate transportation for the DD 
CO and frotn service agencies, schools, Job sites, and 
i^cctal and recreational facilities. Moreover, existing 
carrierfi are not adequately equipped to accommodate I)D 
Individuals who are severely handicapped and nonambulatory. 
Rural areas, where the DD tend to be widely scattered, 
have even fewer and more expensive transportation alter-- 
natives than other areas. Many agencies must either 
budget for private carriers or depend on volunteers « 

What is preferred ? We prefer that a variety of transpor- 
tation alternatives be available at convenient times to 
all DD, regardless of the severity of their handicap, 
their ability to pay, or their place of residence* 

^^ait Is : Public and/or low cost transportation for the 
DD is limited. Medical and service facilities do not 
provide year-round transportation to DD clients in need 
of this service. There is no centralized transportation 
system available to the DD, and they often have difficulty 
manipulating present metro transportation systems, e.g*, 
complicated transit maps, unclear bus identification, 
barriers of the equipment itself, etc. 

What Is preferred ; We prefer that there be more public 
and/or low cost transportation for the DD...that these 
facilities and services be better designed and more easily 
understood. . .that agencies serving the DD provide year- 
round transportation. . .and that centralized transportation 
systems be established to provide for the special needs 
cf DD passengers. 

rralnlng for the DP With Respect to Basic Living Skills 

^'^•^ '^^-ait Is : DD individuals (especially post-^institutional 



MR's) are often unprepared to function effectively in 
the community or to cope confidently with the routine 
activities of daily living. Some lack basic self-care 
skills (bathing, dressing, etc.), but nearly all are 
deficient in decision-making and communication skills, 
as veil as in the practical abilities needed to run a 
home or hold a job without supervision. 

What is jpref erred ; We prefer that there be greater program 
emphasis on providing the DD with the knowledge, training, 
and experiences necessary for them to develop more effec- 
tive self-help and social-living skills. 
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17,0 Treatment for the Emotionally Disturbed DP 

^7.1 What Is : There Is limited help available In our community 
for DD individuals who also suffer from emotional problems 
Treatment is expensive and/or scarce ^ particularly for 
children and Juveniles (whose problems are often manl*** 
fested In disruptive classroom behavior)". 

What Is preferred ; We prefer that better treatment services 
be available in our community for the emotionally disturbed 
DD» No one should be denied a service because of Its cost; 
and teachers should have help In dealing with the behavior 
problems of emotionally disturbed students, 

18*0 Treatment for Epileptic Seizures 

13 •I What Is : Medical control of seizures is not entirely 

satisfactory. Medication programs are often poorly planned 
and administered. Moreover^ anticonvulsants are too 
expensive for some, may have unpleasant side effects ^ and 
are not always reliable* 

What is preferred ; We prefer that there be more effective 
medical programs to control seizures; moreover » that more 
satisfactory medication be available to all who need it. 

19,0 Services for Pre-School DD Children 

^^^^ What is : There are very few direct services available to 
DD children under four years. 

What is preferred ; We prefer that there be a whole range 
of services available to DD children under four as well 
as to their parents; more physical therapy » occupational 
therapy, speech therapy » and preschool experiences as well 
as more r ^rental education and training, 

19.2 What i s ; There are few programs to provide education, 
training, and therapy for preschool DD children* There 
are almost no services for the very young (although 
remediation should start as early as possible), and exist-- 
Ing early education programs segregate the handicapped 
from the nonhandicapped ^« if they accept DD children at 
all. 

What is preferred : We prefer that there be more programs 
to provide direct early services to preschool DD children. 
These programs should be integrated as much as possible 
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with regular preschool programs, but should focus on 
early Intervention in areas of developmental aa well as 
academic difficulties, plus providing training in basic 
self-care and social adjustment. 



20.0 Services for Post "School DP Adults 

20 •! What is : There are little or no services available to the 
DD who are beyond high school age. For example, there is 
no activity center outside the major city in our region. 

What is preferred ; We prefer that there be a whole ran^fi 
of services available to the DD who are no longer in 
school: day care services, activity centers, and workshops 
that provide meaningful remuneration for the DD. 

20.2 What is ; Very few programs provide educational, social, 
and vocational training opportunities for the DD who are 
past school age; moreover, available programs are often 
inconveniently located. Thus, if a devclopmen tally 
disabled person does not receive the services he needs by 
his early twenties, he is often without further options 
for growth and training. 

What is preferred ; We prefer that the DD who ate beyond 
school age have a wide variety of publicly supported 
options for education and training. These opportunities 
should be provided for an individual until he has reached 
his maximum competence, no matter how severe his dis- 



21.0 Alternative Living Arrangements for the DD 

21 What is ; In our region there are insufficient supervised 
living situations/facilities, and those that exist lack 
trained personnel. For example, there are no community- 
based long-term residential treatment centers; there are 
limited facilities with trained personnel to provide care 
on a temporary basis for moderately Independent DD 
children and adults; more specifically, there are few 
foster homes and most are poorly designed and staffed; 
there is no supportive assistance for severely handicapped 
adults who wish to live independently; and there is no 
housing other than Fairview available for the CP. 



What is preferred ; We prefer that there be available a 
wide range of living situations/facilities for the DD in 
our region. . .that well trained personnel staff these 
facilities. . .that the p"blic be made aware of the need 
for foster homes... and that HUD provide housing for the 
DD in each project. 
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21.2 What 1b t In our region there are limited alternative 
living arrangements — few group homes > foster homes , 
community homes, etc* — and so few residential facilities 
that will promote independent living and/or total living 
care, particularly for the severely disabled* 

What is preferred : We prefer that there be more residen- 
tial services and more suitable housing for the DD In our 
region — * that there be more ''protective living environ- 
ments," both permanent and temporaiy near available 
services^ • ^that there be more group-supervised living 
facilities* . .that, to the extent possible, the DD be 
able to live outside formal institutions* 

21.3 What is : There is little available information about 
community homes or residential centers that are already 
in operation outside of Central Oregon. Moreover, there 
are no such facilities available in our region itself 
for small groups of DD adults who are willing and able to 
live together under the - pervision of trained staff. 
That is, older DD in the region receive no assistance in 
the form of domiciliary care, "half-way houses," or homes 
with surrogate parents that can help them live indepen- 
dently in the community. 

What is preferred : We prefer that more information about 
existing community homes or residential centers be avail- 
able and that a variety of community homes, "half-way 
houses," and homes with surrogate parents be available in 
the major cities of our region. 

21 What is ; Alternate living arrangements for the DD are 

extremely limited. Specifically, there Is a lack of group 
homes, foster homes, half-way houses, and other noninstl- 
tutional living facilities to provide care and independent 
living experiences for the DD. Existing facilities are 
often inconveniently located, are not prepared to deal 
with certain disabilities (such as emotional disturbances 
or multiple handicaps), and usually do not provide regular 
social and educational activities. In addition, their 
supervisors are often poorly trained and badly paid. 

What is preferred : We prefer that a variety of nonlnstitu- 
tlonal, homelike living arrangements be available so the 
DD can live as independently and actively as possible. 
I also prefer that these facilities be centrally located 
and Integrated with community educational, vocational, 
recreational, and transportation services. Finally, I 
prefer that adequate pay be provided for well-trained and 
certified individuals to supervise these facilities. 
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22.0 Financial Income for DP Adults 

22.1 What is ; Income for the disabled, whether from employment, 
social security, or public assistance. Is very Inadequate. 



23.0 Job Training for the DP 

23.1 What is : It Is difficult for many PP to obtain job 
training. For example, in our region, the only job 
training workshop for those over sixteen years of age is 
located in Redmond. Moreover, transportation to and from 
the Opportunity Center is undependable; as a simple example, 
the buses are in bad need of repair. 

What is preferred ; We prefer that at least there be better, 
more dependable equipment for transporting the PP to and 
from the Opportunity Center; Ideally we prefer that there 
be more Job training workshops in local areas. 

23.2 What is ; Vocational training programs for the PP are 
extremely limited. Existing training programs are often 
irrelevant and/or non-redemptive; many exclude certain 
disability groups or depend on unreliable "contract work" 
with private industry; and many are not suited to the 
needs or talents of the individuals involved. 

What Is preferred ; We prefer that more job trainirs 
opportunities be available to-4he PP in private industry, 
in government, and in sheltered ^^kshops and, to the 
extent possible, these opportunitie>^be provided within 
or near the community. I also prefer\that programs not 
only emphasize adequate training for specific and relevant 
skills, but also develop individual's full'^t^tfintlal. 
Moreover, I prefer more complete client evaluation and 
follow-up services, more effective cooperation among the 
agencies involved in vocational training, and more funds 
for subsidizing client training. 

24.0 Job Opportunities for the PP 

24.1 What is ; There are insufficient opportunities for the 

adult PP to be employed; most who are employed hold jobs 
that earn only minimal wages. 



W hat is preferred ; We prefer that income for the disabled 
be sufficient for them to enjoy life styles that are as 
normal as possible. 
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What l8 preferred ; We prefer that the DD be given the 
opportunity to become taxpayers instead of tax burdens... 
that potential employers be made aware that the DD are 
capable of holding a job... that an advocate go with the 
DD to act as a liaison between the employer and the DD. . . 
that, in those cases when the adult DD earns wages at a 
level below those necessary for an adequate income, an 
income supplement be provided. . .and that, to the extent 
possible, legislation require affirmative action for the 
DD: for example, in aome cases, it may be feasible to 
require that one of each 25 work stations be reserved 
for DD workers. 

24.2 What is ; Job opportunities for trained DD are very scarce. 
Although sheltered workshops arc available, they rarely 
provide opportunities for permanent employment. There 

is virtually no attention paid to job development or Job 
recruitment which results in minimal job placement of 
trained DD. As one example, there is little employment 
of the trainable mentally retarded beyond high school. 
Moreover, employers don't seem to understand which jobs 
can be performed adequately by the DD, and there is no 
centrally located center that is able to evaluate the 
vocational abilities oSc individual DD and help them find 
jobs by serving as a liaison with potential employers. 

What is preferred ; We prefer that every trained DD be 
able to find a job; that local cities appraise and use the 
DD (especially the mentally retarded) in their labor 
markets; that employers learn to select Jobs that are 
suitable for each individual; that a centrally located 
employment service for the DD be available; and that a 
program of permanent — that is, long-term — sheltered 
workshops be instituted. 

24.3 What is ; Existing sheltered workshops and activity 
centers arc too few in number and/or too limited in number 
of work stations to accommodate the DD who might benefit 
from such facilities, e.g., the severely mentally retarded. 

What is preferred ; We prefer that there be an increase 
in the number of such facilities and in the identification 
and development of additional work stations within existing 
facilities. . .furthermore, that there be a hierarchy of 
options available within such facilities for sheltered 
workshops, ranging from sheltered work or activity to 
transitional work to outside work experience. 
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24,4 What is : Job opportunities are extremely limited for all 
the DD; it is especially hard to find jobs that are even 
slightly rewarding or that pay adequate wages « In private 
industry, DD workers are not accepted for many reasons, 
such as their inability to compete with "normal" workers, 
a lack of understanding on the part of employers, poor 
efforts to create new jobs, and the inflexibility of 
labor and insurance regulations. In the public sector, 
there is a shortage of all kinds of sheltered workshops. 

What is preferred : We prefer that the disproportionately 
high rate of unemployment among the DD be substantially 
reduced. There should be organized efforts to help the 
DD identify and obtain jobs (e*g., through job placement 
and vocational counseling services); to help potential 
employers understand the DD and develop a variety of jobs 
and pay scales for them; and to work for liberalized 
regulations. We also prefer the establishment of more 
sheltered workshops (especially those operating on a 
proprietary basis), with more training grants and more 
adequate pay for employees* 

2^*5 What i s: Many cerebral palsied individuals find it 

difficult to get and hold jobs. For all DD, there is no 
interim job step between sheltered workshops and regular 
Job employment. And for many moderately and mildly 
retarded adults, the unavailability of insurance seriously 
limits their opportunities for employment* 

What is preferred : We prefer that there be earlier and 
more vocational counseling, training and placement for the 
cerebral palsied during and after high school. . .that an 
interim step be provided by private industry between 
sheltered workshops and full-time employment .and that 
employment insurance be available to those adults who are 
moderately or mildly retarded. 

25.0 General Education Programs for DP Children 

25.1 What is : Educational programs for the DD are limited and 
inadequate. For example, basic education programs are 
limited in the Four-Bounty area. Some MR's are not in 
school, but are on waiting lists for special education 
classes. Adequate public education programs for children 
with uncontrolled seizures are not available. There is a 
lack of public education programs (particularly pre*-school) 
for the raultihandicapped. And there are few infant educa- 
tion programs (birth to 2 years). 
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Viiat Is preferred : We prefer that educational programs 
for all DD be available* * . that baaic education programs 
be expanded in local school districts *. .that there be 
adequate public education programs for children with 
uncontrolled seizures that there be educational programs 
for the mult ihandicapped. . •that there be training programs 
for DDs aged 18-21,.. and that there be education programs 
for pre-school DD children, 

25.2 What is ; There are only limited educational programs 
in our community for all DD children. Most of these 
programs segregate DD pupils into special classes (which 
isolates them from regular school programs and stigma-- 
tizes them as ''different**) or put children of too broad 
an age range or incompatible disorders together in one 
class. Furthermore, curriculums are not sufficiently 
individualized, and pupil records are poorly kept. 

W^at is j)ref erred : We prefer that all DD children receive 
a full-time, publicly supported education. This may 
Involve both special classes and integration into regular 
classes, with specially trained resource teachers, indivi- 
dualized curriculums, and methodically kept pupil records* 

26.0 jPhysical Education Programs for DP Children 

26.1 What is : The physical education of DD children is often 
neglected. Automatic P*E. exemptions for children with 
motor disorders are the rule in many public schools, while 
special schools sometimes do not even provide P,E. programs. 

What is preferred ; We prefer that all DD children have 
the opportunity to participate in physical education pro- 
grams, whether they arfe in public or special schools, 

27.0 Educational Programs for DD children With Special Learning 
Disabilities 

27.1 What is ; DD children with special learning problems, such 
as speech or language deficiencies, do not receive adequate 
services in our public schools. For example, the avail- 
ability of speech therapy is very limited. Moreover, 
many of the DD are unable to read or even recognize words 
that are important for social or vocational survival. 
Furthermore, they are frequently unable to communicate 
effectively with another person, either verbally or 
nonverballv. 
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What Is preferred : We prefer that more programs be 
provided for DD children with special learning problems » 
These programs should include more speech therapy and 
individualized reading programs, with a minimum goal of 
teaching the child to recognize socially and vocationally 
important words. We would also like the DD who lack skills 
in verbal and nonverbal communication to have such train- 
ing. - 

Educational Programs for TMR Children 

28.1 What is ; There are inadequate educational programs, facili- 
ties, and trained personnel for all the TMR. Many are not 
being served, although they are eligible, especially those 
from rural communities who have no transportation. 
Existing programs are hampered by over-crowded classrooms, 
by the inclusion of too wide an age range of pupils, and 
by the lack of an adequate pre -vocational curriculum 
focusing on functional academic and self-help skills. 

What is preferred ; We prefer that more TMR children be 
served by special educationcil and prevocatlonal programs 
and by regular visits with tr Ined specialists, such as 
speech thorapists . Moreover, we prefer that transportation 
to the«»e programs and services be available, particularly 
in rural areas. Finally, we prefer that programs eaphaslze 
self-help skills and functional reading and writing, 
and that better materials and methods for TMR instruction 
be developed. 

Educational Programs for EMR Children 

29.1 What Is ; Educational programs for the EMR, if they exist 
at all, tend to place too much emphasis on traditional 
academics and neglect the more critical areas of life 
adjustwent. This is especially true at the Junior and 
senior high school level, where insufficient efforts are 
focused on vocational, pre-vocational, and social adjust- 
ment skills. At the elementary and intermediate levels, 
ba^ic skills, particularly reading, are »«ften not taught 
effectively. Furthermore, class sizes and age ranges 
within classes are frequently too large. 

What is preferred ; We prefer that appropriate educational 
programs be available for all EMR's in our community; that 
these programs include both academic and life skills 
(with an emphasis on the latter); that programs at the 
secondary level emphasize vocational, pre-vocational, 
and social skills (including sex education and on-the-job 
training); and^th'at programs at the primary and intermediate 
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levels teach basic skills in smaller classrooms with more 
homogeneous age groupings « 



30*0 Social and Recreational Activities for the DP 

30-1 What is : There are currently in our region no activity 
centers I special recreational facllitiea» or special 
programs designed to provide the developmentally disabled 
of all ages with opportunities for social interaction, 
counseling , continued education, recreation, or just a 
variety of kinds of physical exercise* 

What is preferred ; We prefer that in addition to schools 
and school programs there be activity centers in each 
locality large enough to support them ~ ideally, in all 
major towns in our region; that there be community-wide 
socialization services, special recreational programs 
and facilities, and ample opportunities for the DD to 
engage in physical exercise; and that organizations 
throughout the region make a point of inviting and 
Integrating the DD in their own social activities. 

^^^^ What is ; The social and recreational needs of the DD are 
not being adequately met* Specifically, the DD are 
socially isolated within the community by being separated 
from normal participation In clubs and recreational 
facilities, and by the lack of activity centers, special 
recreational facilities, or other programs designed to 
provide them with varied, meaningful activities. Those 
who. are too old to have access to school activities 
or who are leas able particularly need stimulating programs • 

Wliat is preferred ; We prefer that the DD be Integrated 
into the social structure of the community as much as 
possible. The community should develop social programs 
and recreational facilities (such as clubs and activity 
centers) that would serve the DD and also allow them con- 
tact with members of the wider community* There should 
be special provision for older DDs and for the less able, 

31^0 Counseling and Training Services for Families of the DD 

31,1 What is ; Some parents find it difficult to acknowledge 
or accept their DD children, others are apathetic toward 
their children's conditions, and nearly all worry about 
how to provide supervised long-term security (financial, 
physical, and emotional) for their children, particularly 
if they are severely disabled. Help for parents who want 
their children to remain at home rather than be 
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Institutionalized in either unavailable or Inadequate* 
For example > there is a general lack of counseling 
services for paretits of the DD; there is a particular 
lack of counseling services for helping handle natters 
of family stress associated with severe (terminal) 
illnesses of multiply handicapped children. In addition > 
there is a lack of follow-up services and social advocacy 
programs for parents, there are few educational seminars 
for parents to learn more about their childrens* legal 
rights and social opportunities and about how to stimu- 
late and work with them; and there is little research 
conducted on the psychological stresses upon parents of 
the DD. 

What is preferred : We prefer that there be more help 
available to parents of the DD to help them accept and 
deal with their children — more frequent and expert 
counseling services, on both an emergency and on^going 
basis; more parental seminars and training sessions to 
develop parental knowledge and skills; and more research 
on the psychological problems and stresses facing parents 
of the DD. 

31.2 What is : Many parents of the DD do not provide their 
children with the kinds of early experiences conducive 
to good mental, social, emotional and physical develop**, 
ment. Rather, they inhibit Independence and self- 
sufficiency by withdrawing interest, over -pro tec ting, or 
falling to expose their children to "real-life" situations. 
In the extreme, families of the DD Ignore the abilities 

or limitations of their children and may refuse to 
cooperate closely with those able to provide services. 

What is prefc^rred ; We prefer that (beginning with identi- 
fication of a child's disability) families of the DD 
receive ongoing professional guidance to help them under^ 
stand the disability and aid in its treatment. In 
addition, we prefer that families either expose their DD 
children to more real-life situations or else help them 
find alternative living arrangements that encourage their 
self «*suf f Iclency, and that families cooperate more closely 
with service agencies. 

31.3 What is ; Programs and facilities for training parents of 
the DD about available services and about skills and 
strategies for dealing with the DD child are limited or 
nonexistent. 



ERIC 



130 



What Is preferred ; We prefer that there be coordinated 
parent education programs in all areas of the county to 
provide knowledge of services and training for dealing with 
the DD children. 

31.4 What is ; Most families of the 0D need professional 
assistance. However, there is little guidance and 
training available to help parents understand their 
children and lead them to fuller lives. Parents are not 
given sufficient individualized training in teaching DD 
children or in handling behavior problems. Moreover, 
there is a lack of professional counseling services to 
help families cope with specific problems or develop 
long-range plans. 

What is preferred ; We prefer that community-based 
programs be developed to provide families with the training 
they need to cope with the care and problems of their DD 
members. Parents should have Information about what is 
available for the DD and individual instruction (from 
parent training specialists) in how to teach their children. 
In addition, we prefer that professional counselors be 
available to help parents (through classes, discussion 
groups, or group counseling sessions) improve family 
life and develop their DD child. 

31.5 What is ; There is little or no professional counseling 
help available or readily accessible to either the DD 
themselves or their families; little or no help in "life- 
span planning;" little counseling for individuals and 
families with epilepsy; little help in family crises 
(marital or sibling). 

What is preferred : We prefer that there be much more 
counseling available to the DD and their families. . .that 
there be long-range counseling. . .and that there be more 
consultative help available to all who care for the DD. 

32.0 Financial Assistance to Families of the DD 

32.1 What is ; Families of the DD — especially of low and 
middle income — are burdened with financial problems. 
Comprehensive insurance is expensive and limited. Many 
expensive services and equipment are not covered by 
present insurance coverage. 



What is preferred : We prefer that services be nadc directly 
available to all DDs without cost... that there be financial 
assistance for treatment .. .or that there be monltary "dis- 
aster" relief for particularly expensive services. 
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32*2 VhAi is I Faailie* are overburdened with the high coses 

of special services (medical treatment, prescription diets, 
etc.) for their DD aeabers. They must sometimes pay for 
services that are free for "normal" children, and there 
is little assistance for middle-incoae families. "Foster 
DD children are not considered adoptable because of the 
unrelieved expenses of rearing them, nor are their foster 
parents adequately compensated. 

What is preferred ; We prefer that families be relieved 
of the heavy expenses of providing special care for DD 
members. Services should be available to all the DD, 
without costing more than they do for "normal" children, 
and families (including foster and adoptive parents) 
should have more financial relief, regardless of their 
income . 

33.0 Respite Services for the DD and Their Families 

33.1 What is ; There is inadequate part-time or respite care 
for all ages of *he DD. Specifically, there are too few 
babysitting, nursing, or homemaking services for families 
with liv«-in DD members, which often prevents the rest 
of the family from working, responding to emergencies, 
or obtaining periodic relief from their full-time care 
responsibilities. Furthermore, there are few community 
residential facilities for short-term respite care of 
the DD. What i^ ava-«lable is frequently too expensive. 
Without these services, faoilies oust often place DD 
members in institutions. 

What is preferred ; We prefer that more professional part- 
time car« be available, including babysitting, nursing, 
and homemaking services. In addition, we prefer that local 
facilities be available for short-term, residential 
respite care. 

^^•^ is : There is currently in our region lisiited help 

available to provide personal care for those DDs who are 
homebound or homefast and to relieve persons and families 
of the DD who need to provide constant, round-the-clock 
care of their developmentally disabled family members. 
There are, for example, only a limited number of baby- 
sitters who can assist the families of the DD as well as 
the DDs themselves, and there are no speech therapists 
who can provide regular home services for those who are 
developmentally disabled. 

What is preferred ; We prefer that there be more help 
available to care for homebound DDs; that respite care be 
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4vallable to the families of DDs; that babyslttera be 
especially trained to handle the needs of the DDa; and 
that speech therapiata be available to provide regular 
home aervicea to thoae DDs who are homebound or honefaat. 

33.3 What is ; There ia inadequate part-time care, on either a 

regular or respite basis, for all ages of DD. Specifically, 
there are too little voluntary or no cost baby-sitting or 
hoiaenaking services available to families of the DD, which 
often prevents them from being able to work, respond to 
emergencies, or periodically be relieved of hourly-daily 
responaibilities In the care of DD persons within the 
family. A central I'eferral system for these services is 
not available. 

What is preferred ; We prefer that local services for 
part-time care be established, including provision of 
trained personnel who can come to the homes of the DD 
for baby-sitting and homemaking services. 

^^•^ What la : It is difficult for families of the DD to obtain 
respite from their normal responsibilities or in times of 
crisis. There are, for example, limited day^care services 
for DDs in our region. 

What is preferred ; We prefer that there be more respite 
care available in the county ... that there be, for example, 
day care services for DDs available in all areas of the 
country . 




ERIC 



-133 



A CcsipUt^ List of the Eleven Expanded Problem Statements Adopted 
by the Oregon State Council for Use in the State Plan 



COORDINATION OF SERVICES FOR THE DEVELOPMENTALLY DISABLED 



What Is: 

ther^ are currently 8 service coordinators in Oregon serving 
IZ counties (442 of Oregon *s population) » The service 
coordinators: (1) assist the developmentaliy disabled and 
their family in obtaining and utilizing existing services; (2) 
disseminate information to the developmen tally disabled and 
gifitneral public; (3) develop and maintain: 

U) a catalogue of services available to the developmentally 

disabled; 

(b) a local identification system of the developmentally 
disabled; 

(c) Local data on the unmet needs of the developmentally 
disabled and on services provided for input into a 
st^-tewide information system; 

adv* cate and facilitate program development; and (5) pro-* 

vide follow-along services to the developmentally disabled* 

What Is Preferred: 



We prefer continuation of the existing services provided by 
the service coordinators and expansion in the following areas: 

— prefer to provide Oregon with full geographic coverage 
by service coordinators; 

prefer combination of state and local funding for the 
service coordinator positions; 

— prefer stronger utilization and involvement of service 
coordinators i;i planning development and coordination 
of local programs for the developmentally disabled; 

— prefer that service coordinators be fully responsible 
for the community placement and follow^along of all 
institutional residents. 



FIRST PRIORITY 
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SECOND PRIORITY 



PERSONAL RIGHTS OF THE DEVELOPMENTALLY DISABLED 



What Is: 

The right of the developmen tally disabled to receive compen- 
sation for work performed is often neglected in v'ocational 
and Institutional settings. The developmen tally disabled 
may be denied use of their personal allowances, be kept in 
institutions against their best interest, or have behavior 
controlled with medication in lieu of suitable programs. 

What is Preferred; 



We prefer that developmentally disabled individuals be 
protected against exploitation. Where a person is unable to 
determine his rights, protection should be provided by 
guardianship and advocacy programs. The Declaration of Rights 
of the Mentally Retarded as adopted by the United Nations 
and International Congress on Mental Retardation should 
apply in all cases. 
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THIRD PRIORITY 



PRE--SCUOOL FOR THE DEVEtOPMENTAlLY DISABLED 



What la: 

There are too few direct education^ training and therapy 
services available for the developmentally disabled 0-6 
years old* Parent counseling and training programs to support 
direct services received by the child are often not considered 
an integral part of pre-school programs • Existing early 
education programs separate the handicapped from non-handi- 
capped — if the education programs accept the handicapped 
at all. Home infant stimulation programs are usually not 
considered an integral part of prc-school programs. 

What is Preferred 



We prefer that there be more programs to provide direct 
early services to the developmentally disabled children 0-6 
years old. These programs should be Integrated as much as 
possible with '^regular" pre-school programs^ b'^t should 
focus on early intervention in the areas of developmental 
as well as academic difficulties, plus providing training 
in basic self -care, social adjustment and language develop- 
ment. In addition, parental education, training, and home 
infant stimulation programs should be made an integral part 
of each and every pre-school program. 
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FOURTH PRIORITY 



SCREENING FOR EARLY IDENTIFICATION OF THE DEVELOPMENTALLY DISABLED 



At present, screening for early Identification of develop- 
mentally disabled individuals is inadequate. Further, 
comprehensive diagnostic and evaluation procedures are often 
unavailable for those who have been identified. 

What is Preferred: 

We prefer that every individual have the advantage of a 



broad based screening program within a reasonable distance 
of his home. Those individuals identified as having a 
possible developmental disability should be seen promptly 
and, if necessary, included in a system of coordinated 
services . 



What 



Is 
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FIFTH PRIORITY 



FUND FOR PROVIDING SERVICES FOR THE DEVELOPMENTALLY DISABLED 
What Is: 

a) Funds for services to the developmentally disabled are 
Inadequate. 

b) Some funds allocated for the developmentally disabled 
are lost In the general fund of some agencies. 



c) Agencies and services are frequently Ineffective or 
redundant* 

d) Funds are often limited by categorical restrictions* 

e) Mechanisms for funding are clumsy and ineffective, cause 
confusion in agencies and discourage local services. 



a) We prefer more local, state, atxd federal funds for 
improving programs* 

b) We prefer that specially designated funds be used only 
for their intended purpose. 

c) We prefer that interagency planning for use of develop- 
mental disabilitieB funds be encouraged* 

d) We prefer that funds for developmental disabilities be 
developed with as few restrictions as possible on types 
of developmentally disabled persons eligible. 

e) We prefer that funding sources provide suitable time and 
support to encourage providers of service. 



What is Preferred; 
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SIXTH-SEVENTH PRIORITY 
ALTERNATIVE LIVING ARRANGEMENTS FOR THE DEVELOPMENTALLY DISABLED 



What Is: 

Alternative living arrangeraenta for the developmen tally 
disabled are extremely limited. On the one hand, there is 
inadequate part-time or respite care for all ages of the 
developmentally disabled. Specifically, there are too few 
baby sitting, nursing or homemaking services for families 
with live-in developmentally disabled members, which often 
prevent the rest of the family from periodic relief from their 
full-time care responsibilities. 

On the other hand, there is a lack of group homes, foster 
homes, half-way houses, and other nonlnstltutional living 
facilities which provide care and independent living experiences 
for the developmentally disabled, on either a part- or full- 
time basis. Existing facilities are often inconveniently 
located, and are not prepared to deal with certain disabili- 
ties (such as emotional disturbance or multiple handicaps), 
and usually do not provide regular social or educational 
activities. In addition, their supervisors are often poorly 
trained and badly paid. 

What is Preferred: 

We prefer that a continuum of alternatives for residential 
care be available for all ages of the developmentally disabled. 
At one end of the continuum, we prefer that professional 
part-time care be available, including babysitting, nursing, 
and homemaking service, both in and out of the home. We 
also prefer that a variety of community based honellfe living 
arrangements are available on a full-time basis so that the 
developmentally disabled can live as independently and 
actively as possible. These facilities should be centrally 
located and Integrated with off-site community educational, 
vocational, recreational and transportation services. 
Finally, we prefer that adequate pay be available for well 
trained and qualified individuals to work in facilities 
meeting established standards of care. 
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SIXTH-SEV^ENTH PRIORITY 



COUNSEtlNG AND TRAINING SERVICES FOR FAMILIES OF THE DEVELOPMENTALtY 
DISABLED 

(a) COUNSELING 



Some parents find it difficult to acknowledge or accept their 
DD children, others are apathetic toward their children's 
conditions, and nearly all worry about how to provide supers- 
vised long-term security (financial, physical, and emotional) 
for their children, particularly if they are severely dis- 
abled. Help for parents who want their children "o remain 
at home rather than be institutionalized is either unavail- 
able or inadequate • For example, there is a general lack of 
counseling services for parents of the DD; there is a 
particular lack of counseling services for helping handle 
matters of family stress associated with severe (terminal) 
illnesses of multiply handicapped children* In addition, 
there is a lack of follow-up services and social advocacy 
programs for parents, there are few educational seminars 
for parents to learn more about their childrens' legal rights 
and social opportunities and about how to stimulate and work 
with them; and there is little research conducted on the 
psychological stresses upon parents of the DD. 



We prefer that there be more help available to parents and 
family of the developmen tally disabled to help them accept 
and deal with their children — more frequent counseling 
services on both an emergency and on-going basis to include 
life span planning, and more research on the psychological 
problems and stresses of parents and families of the develop- 
mentally disabled. 



What Is: 



What is Preferred: 




(b) TRAINING 



What la: 



Programs and facilities for training parents and family 
of the developmental ly disabled about available services 
and about skills and strategies for dealing with the develop- 
mentally disabled child are limited. 

Many parents of the DD do not provide their children vith the 
kinds of early experiences conducive to good mental, social, 
emotional and physical development. Rather, they inhibit 
independence and self-sufficiency by withdrawing interest, 
over-protecting, or failing to expcse their children to 
'Veal-life*' situations* In the extreme, families of the DD 
ignore the abilities or limitations of their children and 
may refuse to cooperate closely with those able to provide 
services* 



We prefer that there be coordinated parent education programs 
in all areas of the state to provide knowledge of services 
and training for dealing with developmentally disabled 
children. We prefer that community-based programs be 
developed to provide families with the training they need to 
cope with the care and problems of their developmentally 
disabled members. Parents should have information about what 
is available for the developmentally disabled, and indivi- 
dualized and group instruction (from parent training special- 
ists) in how to teach their children in the areas of language, 
motor development, practical living skills, and behavioral 
adjustment. 



Wliat is Preferred: 
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EIGHTH PRIORITY 



SERVICES FOR POST--SCHOOL DD ADULTS 



What Is: 

There are gaps In the lifespan of service for the post-school 
age DD, Gaps occur in at least the following areas in the 
post-school ages 

a) Activity centers 

b) Sheltered workshops 

c) Community living facilities 

d) Recreation and leisure time activities 

e) Geriatrics 

What is Preferred: 

We prefer that a continuity of services exist in Oregon 
beyond the school age for all DDs to include the availability 

of: 

a) Workshops or activity centers 

b) Community living accommodations 

c) Recreation and leisure time activities. 




NINTH PRIORITY 



JOB TRAINING AND QIPLOYMENT FOR THE DD 



a) What Is: 

It la difficult to secure work experience training and 
adequately paid and suitable Jobs for the DD* 

What is Preferred: 

We prefer that all DD persons have work experience training 
at 16 to 21 years of age and that all adults needing work 
training receive it too* Programs which provide funds for 
vocational training such as VocatlonaX Education Act, Voca* 
tional Rehabilitation Division cooperative agreements, and 
OJT-NARC funds should be better utilized and expended to 
serve the DD, Workman's Compensation and Bureau of Labor 
regulations should be broadened to encourage employers to 
participate in work training programs. 

b) What Is: 

Vocational training programs for the DD are extremely limited. 
Existing training programs are often Irrelevant and/or 
non^redemptive; many exclude certain disability groups or 
depend on unreliable "contract work" with private industry; 
and many are not suited to the needs or talents of the 
individuals involved. 

What Is Preferred: 

We prefer that more job training opportunities be available 
to the DD in private industry, in government, and in sheltered 
workshops and, to the extent possible, these opportunities 
be provided within or near the community* We r^lso prefer 
that programs not only emphasize adequate training for specific 
and relevant skills, but also develop the individual's full 
potential. Moreover, we prefer more complete client evalu- 
ation and follow-up services, more effective cooperation 
among the agencies involved in vocational training, and more 
funds for subsidizing client training. 



r 




c) What Ib: 

Hiere are insufficient opportunities for the adult DD to 
be employed; most who are employed hold jobs that earn only 
minimal wages « 

What is Preferred: 

We prefer that the DD be given the opportunity to become tax- 
payers instead of tax burdens that potential employers 
be made aware that the DD are capable of holding a Job*., 
that an advocate go with the DD to act as a liaison between 
the employer and the DD. . .that. In those cases when the adult 
DD earns wages at a level below those necessary for an adequate 
income, an income supplement be provided. . .and that> to the 
extent possible, legislation require affirmative action for 
the DD: for example, in some cases » It may be feasible to 
require that one of each 25 work stations be reserved for 
DD workers. 

d) What Is: 

Job opportunities for trained DDs are very scarce. Although 
sheltered workshops are available, they rarely provide 
opportunities for permanent employment. There is virtually 
no attention paid to Job development or Job recruitment which 
results in minimal Job placement of trained DDs. As one 
example, there is little employment of the trainable mentally 
retarded beyond high school. Moreover, employers don't seem 
to understand which Jobs can be performed adequately by 
the DD, and there is no centrally located center that Is 
able to evaluate the vocational abilities of Individual DDs 
and help them find Jobs by serving as a liaison with potential 
employers. 

What is Preferred: 

We prefer that i»very trained DD be able to find a Job; that 
local cities appraise and use the DD (especially the mentally 
retarded) in their labor markets; that employers learn to 
select Jobs that are suitable for each Individual; that a 
centrally located employment service for the DD be available; 
and that a program of permanent — that is, long-^term — 
sheltered workshops be Instituted. 




ERIC 



-144- 



e) What Is: 



Existing sheltered workshops and activity centers are too 
few In number and/or too limited In number of work stations 
to accommodate the DD who might benefit from such facilities^ 
e.g,, the severely mentally retarded* 

What is Preferred: 

We prefer that there be an Increase in the number of such 
facilities and in the identification and development of 
additional work stations within existing facilities. • » 
furthermoret that there be a hierarchy of options available 
within such facilities for sheltered workshops » ranging from 
sheltered work or activity to transitional work to outside 
work experience. 



Job opportunities are extremely limited for all the DDs; it 
is especially hard to find jobs that are even slightly 
rewarding or that pay adequate wages. In private Industry ^ 
DD workers are ti%>t accepted for many reasons » such as their 
inability to compete with '^normal" workers » « lack of under- 
standing on the part of employers » poor efforts to create 
new jobs, and the inflexibility of labor and insurance 
regulations. In the public sector » there Is a shortage of 
all kinds of sheltered workshops. 

What is Preferred: 

We prefer that the disproportionately high rate of unemploy- 
ment among the DD be substantially reduced. There should be 
organized efforts to help the DD identify and obtain Jobs 
(e,g,» through job placement and vocational counseling 
services); to help potential employers understand the DD 
and develop a variety of jobs and pay scales for them; and 
to work for liberalized regulations. We also prefer the 
establishment of more sheltered workshops (especially those 
operating on a proprietary basis) » with more training grants 
and more adequate pay for employees. 



f) What Is: 
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g) What Is: 



Mainy cerebral palsied individual* find it difficxilt to get 
and hold Jobs. For all DDa, there i« no Interim Job «tep 
between sheltered workshops and regular job taploy»ent. 
And for many moderately and mildly retarded adults, the un- 
availability of insurance seriously limits their opportuni- 
ties for employment. 

What is Preferred: 

We prefer that there be earlier and more vocational couna^l- 
ing, training and placement for the cerebral palsied during 
and after high school, , .that an interim step be provided by 
private industry between sheltered workshop* and full-time 
employment. . .and that employment insurance be available to 
those adults who are moderately or mildly retarded. 
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TENTH PRIORITY 



TSAISING FOR THE DD WITH RESFKCT TO BASIC LIVING SKILLS 



What Is: 

DD individuals often lack sufficient skills to prepare them 
for independent or semi -dependent living in the community , 

What is Preferred: 

Vfe prefer to establish basic training programs in self- 
help skills, social skills and the ability to manage finan- 
cial affairs. 




ELEVENTH PRIORITY 



CEJiOUI EIRJCATXON PROGRAMS FOR DD CHILDREN 



yhat U: 

Wucaclonal programs for the DD are limited and inadequate. 
Sooe DO children are not in any educational classes • Many 
existing programs inappropriately segregate DD pupils into 
special classes which isolate them from regular school 
programs, or place students of incompatible disorders to^^ 
gecher in one class. Furthermore, many currlculums are not 
sufficiently individt^alia^ed and public records are poorly 
kept. Fev educational programs include pre^-school and the 
15-21 age group. 

What is Preferred: 



w« prefer that all DD children from 18 months to age 21 
receive a full**time» publicly supported education adequate 
to each individual need* 
(Reference Pennsylvania Decision) 




